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Even people who feel paranoid have enemies! 
Discuss the possible meaning and function of 
paranoid / persecutory ideas. How might clinical 
psychologists work with people who feel so
afraid?
Adult Mental Health Essay
December 2006
Year 1
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I have counselled many a friend who believes they have a boss who is out to 
get them, a mother in law purposely making them look foolish, a partner who 
is “definitely” cheating on them. Clinically I have worked with people who 
believe that the Royal family is sabotaging them or that they are being cheated 
out of royalties for work they did. I believe that ghosts exist and avoid the 
dark in case I see one. Which beliefs are true? Which beliefs are normal/ 
abnormal? Who decides these things? The Iraq war, racism and crimes 
committed by people against other people are only a few examples of how 
human beings fear each other in our society. How do some people manage 
these fears that can be completely disabling and fnghtening for others? 
Paranoid/persecutory ideas affect everyone. Writing this essay gives me an 
opportunity to reflect on some of these questions and on my role as a clinician 
in alleviating or contributing to paranoid/persecutory thinking in others.
Possible meanings and functions of paranoid/persecutory ideas
In discussing the meaning of paranoid/persecutory ideas, it is useful to look at 
the word ‘meaning’ in terms of definition as well as in terms of psychological 
explanations. Also helpful, is to consider the word ‘function’ is terms of 
utility as well as considering ‘dysfunction’. The fact that there are distinctions 
between psychological explanations and the layperson’s definition flags up 
important points for consideration in terms of therapeutic alliance as well as 
psychological understanding of this paranoid phenomenon.
12
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There is an important distinction between paranoid ideas and persecutory 
ideas. Furthermore, my research concludes that a universal definition of 
paranoia does not exist. In social situations, the word paranoid has often been 
used to describe feeling conspicuous or to denote worry about one’s own well 
being. These paranoid ideas take on a persecutory nature when the individual 
believes that
“ A. Harm is occurring or is going to occur to him/her 
AND
B. The persecutor has the intention to cause harm”
(Freeman & Garety, 2006)
In this essay I will be discussing paranoid ideas of a persecutory nature and 
will be referring to them as persecutory ideas.
A further clarification that needs to be made is around the word ‘ideas’. An 
‘idea’ is a multi-dimensional concept which can vary in the degree of 
plausibility, resistance to change, how firmly held, preoccupying and 
distressing it is, and the level to which it involves personal reference and 
interferes with social functioning. The more unfounded, implausible, strongly 
held, unique, distressing and preoccupying an idea is, the more likely it is to 
be considered a delusion (Freeman & Garety, 2006). Persecutory delusions are 
a type of delusional belief that many clinical psychologists work with. They
13
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are present in numerous disorders including phobias, psychosis and 
personality disorders. Therefore, it is more helpful to look at paranoia as a 
psychological condition in which persecutory delusions are the only prominent 
symptom (Bentall, 2003).
Differentiating between ‘ideas’ and ‘delusions’ is an interesting concept 
because it implies that there is a scale of beliefs in which persecutory ideas can 
lie at a functional end and delusional thinking lies at the more dysfunctional 
end of the spectrum. Underlying this is the assumption is that both well and 
unwell people have persecutory thoughts. Furthermore, it is the strength of the 
persecutory idea that makes someone unwell not the presence of persecutory 
thoughts.
This is evident from prevalence studies of delusional thinking in the general 
population. Johns et al, (2004) surveyed over 8000 British people and found 
that 20% had thoughts that people were against them at times in the last year, 
10% believed that people had deliberately tried to harm them and 1.5% 
believed that there was a plot against them.
Freeman et al., (2005) conducted a web based study of 1202 people and found 
that 30-40% of participants believed that negative comments were being 
circulated about them. 10-30% has persecutory thoughts with thoughts of
14
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mild threats (e.g. ‘People deliberately try to irritate me’) being more common 
than severe threats (e.g. ‘someone has it in for me’). It is noteworthy to 
mention that these are finding from a sample that is not epidemiologically 
representative due to being comprised of university students and higher 
female: male ratio. Furthermore, there was no infonnation obtained with 
regards to the mental health histories of the participants, so the true extent to 
which this is representative of a non-clinical sample is hard to establish. 
Nevertheless, I think that the findings of this study provide a useful glimpse 
into persecutory thinking, particularly because they indicate a hierarchy of 
paranoia (See Figure 1). This supports the theory that persecutory ideas lie on 
a continuum with persecutory delusions. The authors suggest that severe 
paranoid thinking might be a result of a build up of paranoid thoughts, which 
are actually common concerns of people (See Figure 1).
Severe threat 
(e.g. people trying \
to cause significant . 
physical, psychological, , 
r social harm , conspiracies, 
know n to w ider public)
M oderate threat 
(e.g. people going out of their way 
to get at you)
Mild threat 
(e.g. people trying to cause m inor distress 
such as irritation)
Ideas of reference 
(e.g. people talking about you, being w atched)
Social evaluative concerns 
(e.g. fears of rejection, feelings of vulnerability, 
thoughts that the world is potentially dangerous)
Rg. Î The paranoia hierarchy (Freeman et al, 2005).
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Looking at Figure 1, what are the factors that are involved in contributing to 
the development of persecutory delusions?
Psychological explanations of persecutory delusions
Psychological theories try to answer this by looking at how normal beliefs and 
attitudes are formed and maintained, and then try to identify abnormalities in 
these processes. There have been many suggestions regarding the causes of 
persecutory delusions. Bentall et al ’s (1994) attributional theory will be 
discussed alongside Freeman et al ’s (2002) cognitive model. The cognitive 
model incorporates many of the existing explanations for delusions, which 
cannot be outlined in detail due to word limit constraints of this essay.
Attributional Model
Self serving bias (SSB) is a process by which individuals relate the cause of 
positive events to themselves and negative events to others (Campbell & 
Sedikides, 1999). This SSB has been shown to be exaggerated in people who 
have persecutory delusions (Bentall et al, 1994). The “Attributional Model” 
proposed by Bentall et al, (1994) proposes to explain the meaning and 
functions of persecutory delusions through a psychodynamic understanding of 
this SSB. According to the model, we all make attributions for everyday
16
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events. Some of these are internal attributions, where the self is held
responsible for the outcome of events. In contrast, two types of external 
attributions are proposed. The outcome of events can either be attributed to 
circumstantial factors or to the intentions of another person. People with 
persecutory delusions have negative self beliefs which can be activated by 
negative life events. These people defend against activating these self beliefs 
by attributing negative events to the intentions of others (external- 
personalising attribution). The function of this is to protect their self esteem 
by projecting their own negative views of themselves onto others.
The suggestion that people have persecutory delusions in order to prevent 
negative events from exposing differences between their ideal selves and 
actual selves (Bentall et al, 1994) suggests that these people have low covert 
self esteem. Additionally, the fact that the person suffers from persecutory 
delusions would show that the defence is operating and therefore imply that 
they have high levels of overt self esteem. In reviewing cognitive 
neuropsychiatrie models of persecutory delusions, Blackwood et al, (2001) 
concluded that there is a considerable amount of evidence to support the idea 
that an external-personalising bias for negative events are evident in people 
with persecutory delusions. There is a considerable body of evidence that 
suggests that people with persecutory delusions display attributional biases 
when the information is self-referent for negative events (Garety & Freeman, 
1999).
17
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However, McKay et al, (2005) found that the link between persecutory 
ideation and external-personalising attributional biases only manifests itself in 
the presence of persecutory delusions and is not found when people had 
persecutory ideas. Applying this to the attributional model it suggests that the 
presence of persecutory delusions lead to an external-personalising attribution 
style rather that the other way round as the attributional model suggests.
The ‘persecutory delusions as a defence’ hypothesis is less well supported in 
the literature (Blackwood et al, 2001). Attributions that others intend to cause 
you harm, underlie feelings of anger. Freeman et al, (2005) suggest that this 
anger may be what causes the persecutory nature of delusions. Humphreys & 
Barrowclough (2006) studied 35 participants with a recent onset of psychosis. 
They found that a SSB was present but that this was not specific to those with 
persecutory delusions. They also found a relationship between self esteem and 
SSB in relation to psychotic symptoms but again this relationship was not 
specific to those with persecutory delusions. Therefore, the authors suggest 
that using a SSB to manage threat to the self esteem is not a feature of 
persecutory delusions but may be a normal process employed by everybody to 
manage threats to their self concept.
Further limitations of the attributional model are highlighted by Freeman et 
al, (2002). They argue that persecutory delusions are not a defence against
18
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self esteem, partieularly because people with persecutory delusions typically 
have low self esteem.
Cognitive Model -  Freeman et al, (2002)
I find this model more useful than the attributional model because it pulls 
together a lot of the research done around the psychological explanations for 
persecutory delusions into one framework. It is built upon a stress- 
vulnerability framework. This framework looks at genetic, social, 
psychological and biological factors and how they can cause stress and impact 
on a person’s vulnerability to stress. Figure 2 illustrates the model proposed 
by Freeman et al, (2002)
A key idea here is that persecutory delusions arise from attempts to explain 
anomalous experiences (Maher, 1988, cited in Bentall & Taylor, 2006). It 
makes sense that people attempt to understand their world by integrating their 
experiences into their own narrative frameworks that are informed by beliefs 
about themselves, others and the world. Therefore, when something unusual 
happens, people try to make sense of it by looking for an explanation using 
their cognitive resources, existing beliefs, personality traits, the social 
environment they are in and the emotions associated with the unusual 
experience (Freeman et al, 2002). Freeman & Garety (2006) report that
19
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individuals who experience paranoid delusions are often trying to make sense 
of their internal unusual experiences, through the use of emotion and 
reasoning strategies.
Trigger
Major life events, on-going stress, sleep disturbance, trauma, and 
drug taking
Emotion and Internal and external Reasoning -
associated events - Jumping to
processes -  Beliefs conclusions, need for
about the self. Internal: arousal, anomalous closure, external
others and the world experiences, core cognitive attributions.
formed in up­ dysfunction confirmation bias.
bringing and failure to consider
subsequent alternatives
r
Search
Search for understanding/ meanin 
to talk to others/ having no
for meaning
g, worrying and ruminating, not wanting 
Dody to provide feedback on ideas
The delusional beiief
Figure 2: Outline of factors involved in the development of delusions 
(Freeman & Garetv, 2006)
20
Volume I URN 6015778
• The role o f emotion in the cognitive model ofpersecutory delusions 
Anxiety is proposed to be a key emotion with regards to the formation of 
persecutory delusions. This is because suspicious thoughts often occur with 
emotional distress, especially when the trigger occurs after a series of 
experiences which have led the person to believe that bad things happen to 
them, others are against them and the world is a dangerous place. Persecutory 
delusions are similar to anxiety in that they both have an ‘anticipation to 
danger’ theme (Freeman et al, 2002). A person who is anxious is likely to 
interpret the anomalous experience according to their own emotional state. If 
they are feeling anxious it is likely that it will lead to a persecutory 
explanation. However, an individual could be feeling anxious because there is 
a threat to themselves, but as discussed above, an idea is only persecutory in 
nature if the person also believes that the perpetrator has an intention to cause 
them harm.
Many reasons have been proposed to account for what leads people to believe 
that there are others out to cause them harm. One of these reasons could be an 
external-personalising attributional bias to protect an individual’s view of their 
ideal self from their actual self (Bentall et al, 1994). A history of traumatic 
events like bullying and domestic violence can lead to persecutory thoughts.
21
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Cultural and ethnicity factors could account for the persecutory content of 
delusions. Speaking from my own clinical experience, I have worked with 
many Muslim clients who have become very anxious of other intentions 
towards them given the current political climate.
The content of persecutory ideas can also be influenced by a person’s social 
environment Paranoid beliefs seem to be associated with people’s experiences 
of feeling victimised, powerless, humiliated and/ or threatened (Fuchs, 1999). 
Boydell et al, (2001) found that Black people living in predominantly White 
community had higher rates of paranoia compared with those living in a 
predominantly Black community. In my experience persecutory thinking is 
more common in areas of low socio-economic status because these are 
associated with higher rates of crime and a lack of social facilities like 
playgrounds and restaurants which mean that there is often no opportunity to 
get to know who is living around you.
The persecutory element in delusional thinking can also come from 
personality traits and people’s own views about themselves. In investigating 
paranoid thinking in a non-clinical population. Freeman et al, (2005) found 
that people who felt left out, less competent or inferior in relation to others 
showed higher rates of suspiciousness. The authors proposed therefore, that a 
lack of social confidence might make people feel vulnerable to attack and
22
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contribute to the development of persecutory delusions. Chadwick et al, 
(1996) propose two kinds of paranoid thinking based on people’s reactions to 
thinking that somebody was going to harm them. Some people feel that they 
do not deserve to be treated in such a negative way by others. This makes 
them view others in a negative light. This is called ‘Poor me’ or persecutory 
paranoia. In contrast, people with ‘Bad me’ or punishment paranoia believe 
that they deserve to be harmed by others as a punishment for being bad or 
unworthy.
delusions
The role of reasoning is crucial when considering why some people have 
persecutory delusions and not others. This model incorporates a body of 
research that has been carried out which suggests that reasoning biases are 
present in people who have persecutory delusions.
A sealing over coping style might play a part in the formation of persecutory 
delusions in terms of the individuals need for closure of the experiences. 
MeGlashan et al, (1975) discuss two main styles of coping with stress. These 
coping styles are opposite ends of a continuum. A person can cope with 
stressful events using a mixture of both styles or use both styles to come to 
terms with different aspects of one event. An integrative style allows the
23
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person to see the advantages and disadvantages of being unwell and to use that 
experience to learn about themself. Furthermore, a person who has an 
integrative coping style is usually curious about their unusual experiences and 
seeks help from others to try and understand them. In contrast, someone with 
a sealing over coping style tends to view unusual experiences as “alien and 
interruptive to their lives and consequently seek to encapsulate it.” “Cause 
and blame (for the experiences are) attached elsewhere”. Their way of coping 
is to put the experience to the back of their mind apart from remembering only 
negative aspects of their experiences. Freeman et al, (2005) found that 
amongst a non-clinical population, higher levels of avoidant coping were 
associated with higher levels of paranoia. Therefore perhaps a sealing over 
coping style has a part to play in the formation of persecutory delusions.
Another proposal is that some people have persecutory delusions because they 
have a tendency to jump to conclusions based on limited evidence. Those 
with this reasoning style seem to have particular difficulty in thinking of 
alternative accounts for their experiences (Freeman et al, 2004). This 
jumping to conclusions bias seems to be stronger when dealing with 
personally relevant information (Young & Bentall, 1997). However this bias 
is not specific to people with paranoid delusions and the meaning for this bias 
is not yet understood (Bentall & Taylor, 2006).
24
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A further suggestion is that people have persecutory delusions due to theory of 
mind (ToM) deficits. Persecutory beliefs might result from impairment in the 
ability to read others’ emotions and intentions (ToM) (Frith, 1994). Whilst the 
evidence base for this is mixed (Bentall & Taylor, 2006), this is something 
that I have observed in my clinical practice. 1 worked with a lady who was 
suspicious of “dark skinned” people. When asked why, she explained that “if 
they rubbed off what was covering their face, then you would be able to see 
their true feelings”. Using the Theory of Mind principles, I hypothesised that 
being unable to read the intentions of others, especially those who were from a 
different cultural background, led her to be suspicious because it seemed as 
though people were hiding their true feelings from her.
It has been suggested that paranoid people could have persecutory delusions 
due to possessing a heightened ability to discriminate real and simulated 
emotional expressions in others and an enhanced ability to recognise negative 
emotion in others (Davis & Gibson 2000). Furthermore, paranoid patients 
selectively recall threat related information (Bentall et al, 1995). Freeman et 
al, (2000) showed that paranoid patients rapidly identify threatening 
information and the quickly divert their attention away to keep watch for new 
threats. This body of evidence suggests that persecutory delusions could arise 
from hyper acute perceptions of emotions (especially negative emotion), and 
are maintained by hyper vigilance. However Combs et al, (2006) found that 
higher levels of paranoia were linked to poorer emotion perception.
25
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How might clinical psychologists work with people who feel so afraid?
There is a strong evidence base for the efficacy of Cognitive Behavioural 
Therapy (CBT) for delusions in the short and long term (Zimmerman et al,
2005). I shall not discuss how to conduct CBT with persecutory delusions, as 
this is clearly outlined in CBT manuals (Chadwick et al, 1996, Freeman et al,
2006). Instead, I will use this section of the essay to reflect on some of my 
clinical experiences and discuss some of the barriers that I have been faced 
with when working with people who have persecutory delusions.
Challenges faced when working with people who have persecutory delusions
Access to mental health services
Delusions are often experienced by people who do not engage with psychiatric 
services (Poulton et al, 2000). Many people who experience persecutory 
delusions are too frightened to seek help for them. Also access may be 
restricted from a cultural perspective. In some cultures it is considered 
improper to talk about one’s feelings. Additionally cultural gender stereotypes 
could be compromised by accessing talking therapies. Furthermore, there 
seems to be a stigma in society associated with having persecutory thoughts 
and talking openly about them. Perhaps this is because people do not
26
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appreciate how universal these thoughts are. Edueating the wider eommunity 
by talking in schools and various religious and ethnie communities might help 
towards alleviating some of this stigma, albeit via a slow process in reality.
As a trainee elinieal psychologist, it can be easy to lose sight of the fact that 
having unusual beliefs is a common aspect of human nature. When 
considering unusual experiences with clients, how often is the question 
‘unusual for whom?’ considered? Who decides what a normal/abnormal 
belief is? I have found that in order to properly understand the client, you 
have to suspend your disbelief listen whilst crediting the client with a degree 
of plausibility. Using Soeratie questioning, I can never be 100% certain that 
my view is right. An underlying suggestion here is that actually the 
plausibility of a person’s belief is not the most central part of the work. More 
important are the consequences of the belief, i.e. the distress and level of risk 
associated with the belief.
Jonathan Potter’s (1996) work on representing reality (Cited by Harper, 2006) 
suggests that a key task is for the speaker to speak with the listener in mind. 
Harper (2006) suggests that people are given a diagnosis of delusional 
disorder based on how they talk and interact. An idea here is that the 
plausibility of the delusional idea might not be the most essential quality;
27
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rather it is the interaction between the speaker and listener. This brings up 
some interesting questions for my clinical practice.
Engagement and risk
Dysfunctional relationships are a common feature in the histories of paranoid 
people, and perhaps even contribute to the development of paranoid thinking 
(Rankin et al, 2005). In my experience most people who seek the help of a 
clinical psychologist are extremely distressed, and often suspicious of the 
intentions of others, adding to the challenges of trying to build a trusting 
relationship. One of the challenges to engagement is the language that mental 
health professionals use when talking to a client. Words like ‘paranoid’ and 
‘delusions’ are often associated with many negative associations. I have found 
it useful to listen to the client’s terminology and use that during our 
conversations. Rather than talking about ‘persecutory delusions’ it might be 
more helpftil for both the client and therapist to think about how you live in a 
world with a view that others may not share.
Another barrier to engagement is the fact that I am a mental health 
professional. A concern of the client is how much to tell me about their 
persecutory thoughts for fear that I might confirm that they are ‘going mad’ or 
that they will need to go to hospital. At the same time, I am faced with a 
dilemma of trying to elicit an open conversation with the client whilst 
assessing risk. This can be challenging to manage when the content of the
28
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delusion is so distressing that the client could be a risk to themselves or to 
others. Risk is an important factor to consider when working with people 
suffering with persecutory delusions because an excessive perception of threat, 
may precipitate violence.
Additionally, talking to the client about the confidentiality of our sessions can 
be difficult as this might confirm to the client that people are talking about 
them behind their back.
I have found that being very clear about my role often helps to build trust. 
Keeping the sessions flexible in terms of duration and frequency also helps to 
build up a relationship at the pace of the client, whilst promoting an idea of 
acceptance and respect for their boundaries. I have learned that taking notes, 
might contribute to the clients persecutory thinking, so it may be preferable to 
write the notes after the session, or be very transparent with the client about 
what I am writing.
Issues with access to services, engagement and risk are just a few of the 
reasons why it is difficult for services to implement recommendations in the 
NICE guidelines for CBT and Family therapy for at least 10 sessions, 
spanning over 6 months. Offering family therapy can be challenging because 
the client might feel that everyone is conspiring against them. If the family
29
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needs support, it might be advisable to have different professionals working 
with the client and the family.
Finding evidence for delusions
Harper (2006) suggests that there are some underlying problems with how we 
work with delusions as professionals. He proposes that most people are 
diagnosed with delusions without proper investigation into the evidence of 
whether or not they true. Most people judge the plausibility of a delusional 
belief on the basis of common sense. I worked with a person who claimed that 
they were a song writer for a famous pop star. This was considered by the 
care team to be a delusional belief until I looked on the back of one of the CDs 
and found the client’s name on it.
Furthermore, it is suggested that diagnoses of delusions are made based on 
how the client talks and interacts. If the client does not put the experience into 
context, or acknowledge that their experience probably sounds implausible or 
provide evidence for their belief, then it is more likely to be considered 
delusional. This is perhaps useful for me to bear in mind to guide my ovm 
clinical practice.
Do we cause persecutory delusions?
Paranoid/persecutory ideas are the most common type of delusional beliefs in
psychiatric patients (Jorgensen & Jensen, 1994). I wonder if perhaps being in
hospital can actually induce persecutory delusions. Many inpatients where I
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currently work are sectioned, forcefully given the depot, “assessed” for what 
must seem to them like unknown purposes. Furthermore the people carrying 
out the assessments are often unknown to the patient and ask personal 
questions. Often they are on wards with other patients they consider to be 
“mad”. I wonder how much the inpatient environment can contribute to 
causing paranoid symptoms. Fomells-Ambrojo & Garety (2005) studied a 
group of 40 people with early psychosis who were experiencing persecutory 
delusions, and found an extremely low rate of Bad Me paranoia. This 
suggests that in the initial stages of their illness people do not have a tendency 
to think that they deserve to be punished. They have suggested that Bad Me 
paranoia is something that develops over time because of stigma and 
depression. How much does being in a ward environment contribute to this?
The current culture of Agenda for change and financial cuts within the NHS 
means that many of the staff working within this system might feel persecuted 
against. I wonder how much of this might unconsciously get reflected onto 
the atmospheres on wards and in services which are facing re-strueturing in 
the NHS.
Finding new ways to work with persecutory delusions -  a service user 
perspective
Freeman et al, (2005) found that higher levels of “rational” coping were 
associated with lower incidences of paranoia and with lower levels of distress
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in a non-clinical population. However this coping style did not reduce the 
conviction in the paranoid belief. Furthermore, 10-20% of participants held 
paranoid ideas with strong conviction and severe distress. This brings up two 
interesting points. Firstly, instead of the goal of therapy being to challenge 
and change the persecutory belief as a way of lowering distress, perhaps the 
focus should be on finding coping strategies that are “rational” for the client. 
Secondly, the above findings suggest that there are people in the general 
population who manage their delusional beliefs on their own.
Peters et al, (1999), found that people from New Religious Movements 
(NRMs) scored much higher than control groups on all delusional measures 
apart from levels of distress. They could not be differentiated from psychotic 
patients on a number of delusional items but were significantly less distressed 
and preoccupied by their experiences. We should look more at these group 
processes to learn new ways of coping with people who have unusual beliefs. 
Perhaps being in a group of people who have similar beliefs reduces the level 
of distress associated with unusual beliefs. The paranoia network was 
launched in 2003. It brings together ideas from service users past and present 
in order to develop new ways of working and new knowledge. It would be a 
positive step to see the emergence of more support groups like this feeding 
back to NHS professionals about their experiences and influencing new 
approaches to working with paranoid/persecutory ideas.
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Conclusion and summary
The meaning and function of persecutory/paranoid ideas has been described 
by a number of psychological processes, through discussion of the 
attributional and cognitive models. Evidence for and against the models were 
presented with the cognitive model being seen as more comprehensive. 
Importantly, the conceptual differences between the terms ‘paranoid’ and 
‘persecutory’ were discussed. A central theme was the idea that ideas and 
delusions lie on the same continuum of everyday emotion, and that they are 
dimensional and unstable concepts. In considering how clinical psychologists 
might work with people who are so distressed, the role and value of CBT is 
stressed. Some of the conceptual, practical and theoretical issues are explored 
and reflected on. The value of a service user perspective in informing the 
practice of clinical psychologists is emphasised and welcomed.
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Defining multi-disciplinary teams (MDTs)
A major problem in considering MDT working is the lack of clarity in the use 
of the terminology in the literature. “Interprofessional”, “collaborative”, 
“multiprofessional”, “interdisciplinary” and “multi-agency” are all used 
interchangeably. Caldwell et al, (2006) make a distinction between MDTs 
(individuals from different professional backgrounds making different but 
complementary contributions to client care). Inter-professional teams 
(individuals from different professional backgrounds who work together in an 
integrated way and share their contributions to client care) and Ad-hoc teams 
(teams working with other professional teams on an occasional basis, caring 
for specific clients). Molyneaux (2001) described interprofessional practice as 
the collaboration and sharing of knowledge and decisions contrasted to MDT 
practice where the emphasis is placed on working together rather than as a 
single unit.
While I understand the desire and need to define the MDT, I do not find the 
distinctions made helpful because I think that members of an MDT come from 
different professional backgrounds, professional allegiances, attitudes to care, 
outcome and recovery and all aim to work in an integrated way with other 
agencies ranging from the client and their families and extending beyond the 
healthcare field to taxi companies. From professional experience, the concept
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of a MDT is not static but constantly under metamorphosis from various 
influences of its service users, governmental policies, budgets and the team 
members themselves. To define the MDT statically feels reductionist and 
does not fully convey the immensely complex way of working adopted by the 
majority of healthcare workers -  a way that in its intrinsic nature is designed 
to cause conflict and question the individuals core beliefs, but when balanced 
in a certain way can create something that is unique and positive.
Strengths and weaknesses of MDTs from staff and service user
perspectives
MDTs were formed based on an assumption of beneficial outcomes for the 
client. The base assumption for this being a requirement for professionals to 
communicate ‘effectively’ with each other and with services users in order to 
promote understanding of each others’ contributions to the care and recovery 
process (Freeman et a l, 2000). Unfortunately ‘effective’ communication is 
left open to individual interpretation and sadly speaking Jfiom clinical 
experience, service users are often not thought of as part of the MDT of which 
they form the very core.
From the literature I have reviewed, it strikes me that the strengths of an MDT 
from staff and service user perspectives can also be weaknesses. Furthermore,
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staff and service user perspectives may not always marry, as what could be 
considered a strength from one perspective might be considered a weakness 
from the other. The key to these discrepancies seem to lie in whether an MDT 
functions effectively or not. Effectively functioning MDTs seem to possess 
many strengths from both perspectives. However when an MDT is not 
functioning effectively, the aims of the team, including service users, get 
divided and the assumed strengths of MDT work, seem to be the very factors 
which hinder the team.
Effective MDT work enabling strengths in a MDT
There is a strong evidence base suggesting the presence of several factors in 
order for effective MDT work to take place. MDTs need to have agreed 
objectives and systems for reviewing these objectives (Thylefors et a l, 2005), 
shared and agreed responsibilities, defined roles and boundaries, pooled 
resources and shared learning opportunities (West, 2004). These factors are 
crucial to ensure that all team members contribute to the team and trust and 
value their colleagues (Pethybridge, 2004, Cashman et a l, 2004). Team 
members should be willing to share information, negotiate decisions and solve 
problems (Mickan & Rodger, 2005). In order to do this, individuals need to 
have a certain amount of emotional intelligence to manage multiple 
interdisciplinary working relationships (McCallin & Bamford, 2007) and
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balance emotional expressiveness and emotional restraint as they focus on the 
client (Hawkins & Shohet, 2000). Individuals also need to have a certain level 
of confidence in their role and skill (Mickan & Rodger, 2005).
Evidence suggests that the size of a team needs to be taken into account when 
considering effective MDT working. Small team sizes, between six to eight 
members have been identified as being the optimal team size (Colombo et a l,
2003). West (2004) suggests that teams need to have as many members 
needed to perform the task but no more as large teams tend to find complex 
decision making problematic.
In order for an MDT to work effectively, the organization in which the team is 
situated needs to be responsive to healthcare professionals’ (HCP) 
development opportunities (Cashman et a l, 2004). Effective team working 
has been related to a supportive atmosphere, well planned distribution of work 
amongst the team and encouragement for individual performance (Thylefors et 
al, 2005).
Diversity is an important feature of effective teams (NIMHE, 2007). Despite 
sharing elements of tasks with teams, HCPs must have diverse and 
differentiated roles in order to be effective. Diversity within MDTs is 
extended beyond roles, to age, gender, levels of experience, backgrounds,
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religion and nationality. This allows the focus to shift from commonality to 
generating new solutions (NIMHE, 2007).
The evidence base suggests that when conditions for effective teamworking 
are in place, the effectiveness of teams is improved (West & Markeiwicz,
2004). The benefits of effective teamwork can be seen at the organizational, 
team, HCPs and service user levels.
The strengths of MDT work at the organizational level include reduced 
hospitalization time and costs, and few unanticipated admissions (Mickan & 
Rodger, 2005) and more clinically effective services (Caldwell & Atwal, 
2003). Teams enable originations to develop and deliver time and cost 
effective high quality services. They also enable organizations to learn and 
retain learning through the teams’ collective knowledge (NIMHE, 2007).
The team level benefits from effective MDT work include an efficient 
utilization of services including the avoidance of duplication and 
fragmentation (Caldwell & Atwal, 2003), enhanced communication and 
maximal diversity of professional expertise (Mickan & Rodger, 2005). Time 
is saved by tasks being performed simultaneously by HCPs rather than 
sequentially by an individual (Mickan, 2005) and innovation is promoted 
through ‘a cross fertilization’ of ideas (NIMHE, 2007).
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Benefits for the individual HCPs include enhanced job satisfaction (Caldwell 
& Atwal, 2003), greater role clarity and confidence and enhanced well being 
(Mickan, 2005), environments in which fewer errors occur and decreased 
levels of stress (Yan et a l, 2006, cited in NIMHE, 2007). Additionally it 
provides the opportunity for HCPs to experience cooperative interaction, 
friendship and emotional support from colleagues within the team which 
increase professional stimulation (Mickan, 2005, NIMHE, 2007).
For service users, effective MDT work results in a more responsive and user 
focused service (Caldwell & Atwal, 2003), including better accessibility to 
HCPs, improved coordination of care (Yan et a l, 2006, cited in NIMHE, 
2007) enhanced service user satisfaction, a greater awareness of treatment 
options and goals as well as better recovery outcomes (Mickan & Rodger,
2005). Lowe (1997, cited in Lowe & O’Hara, 2000) explored service users’ 
perceptions of MDT work and found that they felt that MDT work improved 
the effectiveness, efficiency and quality of service delivery including the 
benefits of being able to have two or more therapies in one session, two 
clinicians visiting clients together improved the quality of assessment and care 
planning and service users felt that they received a more integrated service 
provision and experienced an improved liaison between themselves and HCPs. 
It is noteworthy that the service users who volunteered to participate in this 
study were likely to be engaged with and have a positive view of the service.
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There is a paucity of evidence relating to the weaknesses of the MDT 
approach from service users’ points of view.
Weaknesses of MDTs from the perspectives of staff and service users
It is clear that when conditions for effective teamworking are in place, the 
MDT approach has many strengths from perspectives of staff and service 
users. However, Allen & Hecht (2004) point out that the benefits of MDT 
working are not ubiquitous or consistent. The conditions for effective 
teamworking are numerous and MDTs are often in a state of dynamic flux 
trying to achieve that ideal in the face of multiple demands and changes they 
encounter when working in clinical NHS settings.
When conditions for effective teamworking are not in place, the cracks in 
MDT working begin to appear. There has been no research on which of the 
benefits of MDT work remain when effective teamworking is compromised 
but I would extrapolate that the benefits of MDTs from staff, service and 
service user perspectives are diminished or extinguished when the team does 
not work effectively. On an individual HCP level, teamwork can suffer as a 
result of professional jealousy, confusion over role boundaries, 
communication difficulties, perceived unequal levels of participation between 
team members (Caldwell & Atwal, 2003). It can also be compromised by
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different perceptions of teamwork (While & Barribal, 1999). On a team level, 
ineffective team working can lead to various HCPs valuing different goals for 
the client (Atwal & Caldwell, 2005), and having differing attitudes to the 
methods used to bring a good outcome (Firth-Cozens, 2001). There can be 
confusion over clarity, accountability and authority in healthcare teams (Firth- 
Cozens, 2001). The emotional climate of the team can be compromised 
resulting in a narrowing of discussion and debate within the team (McCallin & 
Bamford, 2007). These can result in service users receiving a disjointed and 
confusing experience of their future and the team they work with. It can lead 
to service users feeling hostile towards and intimidated by the ‘team’ 
approach, preferring instead to talk about working with one professional who 
they felt understood them (Colombo et.al, 2003).
What can compromise effective conditions for team work?
Although the conditions for effective teamwork has many advantages, so do 
conditions for ‘ineffective’ MDT work, like conflict. Professionals with many 
years of experience in the NHS will have experienced working in both uni- 
disciplinary teams and MDTs. There might be a period of adjustment and 
conflict between professionals in the initial stages of the team forming and 
storming, before they start norming (Tuckman, 1965). Therefore the stage of 
development of the team is also an important factor which might hinder
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effective teamwork. In MDTs, HCPs from different professions are not 
routinely expected to justify the conceptual base behind their approach, 
therefore team differences can potentially act as points of conflict. 
Professionals constantly seek a common language to make their knowledge 
accessible to their colleagues, and Engestrom’s (1999) Activity Theory 
suggests that conflict is inevitable as tasks are redefined within the MDT.
The understanding that the individual holds of teamwork affects the 
multiprofessional interactions within MDTs and impacts the service outcome 
which directly impacts upon the service user. Freeman et a l, 2000 examined 
this in six different healthcare teams and identified three philosophies of ways 
individuals understood the process of teamwork.
1. The directive philosophy was based on an assumption of hierarchy 
with a leader who was appointed so by virtue of their status and power 
within the MDT. ‘Lower status’ professionals who held this 
philosophy did not welcome this approach but worked within it as it 
was perceived as too difficult to change the status quo.
2. The integrative philosophy was based on commitment to being a team 
member in terms of practicing collaborative care and therapy as well as 
paying attention to being a team member. There was a recognition of
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differing levels of role understanding and their importance in the 
development of negotiated role boundaries, where equal value was 
assigned to each professional contribution. This philosophy was also 
characterized by an acknowledgement of the complexity of 
communication within MDTs and the belief that decisions should 
include a wide discussion and negotiation between team members in 
order to develop a team understanding of the client. People holding 
this philosophy mainly came from therapeutic or social work 
professions.
3. The elective philosophy relates to professionals who prefer to work 
autonomously and refer to other professionals only when they perceive 
the need. Those subscribing to this philosophy felt that 
communication was a tool mainly used only to inform others rather 
than as a discursive interaction. This philosophy was held most often 
by those working in mental health services.
Unfortunately, the study did not include a group of service users. This meant 
that service users’ philosophies of teamwork were not explored. However, in 
discussing how these philosophies translate into MDT working, I have 
extrapolated the strengths and weaknesses of the philosophies from a service 
user perspective using my clinical experience.
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It was found that the specific philosophies HCPs held shaped the meanings 
they ascribed to various aspects of team work. Those holding the elective 
philosophy viewed teamwork as a threatening concept and tended to see their 
1:1 relationship with the client as being most important. The disadvantages in 
their restricted use of communication meant that they failed to gain a wider 
perspective, led to doubts fostered about each others’ knowledge and skills, 
bred resentment within the team. This is also a weakness for service users 
who receive mixed messages from professionals and get confused about their 
future care. Additionally, the elective philosophy led to a limited 
understanding of others’ roles combined with a strong sense of their own role 
boundaries, thereby constraining the outcome of the team intervention, 
limiting team knowledge and hindering the continuity of care provided by the 
team. The weaknesses that this philosophy created within teams were that it 
created a distancing behaviour amongst HCPs. This was apparent in a general 
lack of participation in team activities, reduced attendance at team meetings 
and the withholding of case notes.
Those holding the integrative and directive philosophies had a shared vision of 
team care and in understanding and valuing others’ roles, but differed in terms 
of how that translated into their daily work and often worked against their 
identified goals. Those subscribing to the integrative philosophy felt that 
communication should be through discussion and debates informally as well 
as through regular forums. The benefits this approach offers is through the
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opportunity to gain multiple insights, however this can also have the potential 
of leading to a dilution of ideas through compromise which can be time 
consuming and compromise on expertise of HCPs for the benefit of the team 
dynamic. Those who felt that their team used a directive philosophy felt that 
only communication about their own profession was required. This seems to 
be limiting for those wishing to report and share information outside their 
identified parameters.
Both the integrative and directive philosophies presumed an understanding 
and valuing of others’ roles. However, in the directive philosophy of MDT 
work others’ roles were often understood in terms of tasks. Therefore the 
value placed on others was dependent on the tasks that they did and often led 
to knowledge being sought and valued from HCPs from a similar or higher 
status. Those with a lower status in these teams tended to reinforce this by 
acting as receivers of wisdom. This introduced a weakness of team members 
not being able to learn from each other to extend their professional practice 
and would serve to hinder practice imposed by a few members of the team. In 
contrast, the integrative philosophy of MDT work emphasized the concept of 
working ‘with’ rather than ‘for’ others. Role understanding was linked to 
developing knowledge of the rationale behind others’ approaches and 
therefore facilitated an exchange of skills and knowledge relating to a greater 
continuity of care.
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The success of this theory lies in the capacity for explaining the barriers that 
can hinder effective team working according to how the HCPs perceive their 
team philosophy. However, this theory does not identify how individuals 
come to adopt specific philosophies and does not account for individuals who 
hold more than one philosophy. Furthermore, it does not explain how 
individuals who hold a philosophy that clashes with the team’s way of 
working, manage those discrepancies and modify their approach to MDT 
work.
Effective teamwork can also be compromised by the influence of implicit 
models of mental distress on the processes of shared decision making 
within MDTs (Colombo et al., 2003). Colombo et al (2003) examined this in 
five multi-agency groups: psychiatrists, community psychiatric nurses, 
approved social workers, clients and informal carers. Psychiatrists and 
community psychiatric nurses showed implicit support for the medical model 
to explain mental illness. Social workers showed strong implicit support for 
social stressors in explaining mental distress. The severity and length of a 
clients distress were a factor in influencing their implicit models -  clients with 
a diagnosis of schizophrenia for a median of nine years, showed implicit 
support for the medical model, whereas clients with the same diagnosis for a 
median of four years implicitly supported a psychosocial explanation. These 
implicit models of mental distress led to different decision outcomes in terms 
of client care, interpretation of the client’s behaviour, function of
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hospitalization, hope for the future, rights and duties of the client in relation to 
the team and options for treatment. For example, those implicitly supporting 
the medical model supported ‘illness’ explanations for mental distress, with 
the aim to treat and control ‘symptoms’ and felt that the clients should be 
placed in the ‘sick’ role and their role in the MDT was to take medication and 
learn the medical definition of the problem. The implications of this for 
service users is that the underlying beliefs about the need to recognize clients’ 
rights and autonomy do not sit comfortably alongside the structural and 
implicit support for the ‘unwell’ role. In terms of provision of effective care, 
service users’ role as part of the MDT is therefore compromised.
Core team structures are beneficial for effective MDT working. These include 
the need for a clear operational policy, regular team meetings, a shared office 
space, clarity around others’ roles and responsibilities and team building 
activities (Larkin & Callaghan, 2005). In today’s NHS climate the 
practicalities of multidisciplinary professionals all being able to attend team 
meetings, having offices that are large enough for the team to share, having 
enough resources like computers for each HCP is challenging. The absence 
of these core team structures, would contribute to teams functioning 
ineffectively because it would be harder to form a team identity, communicate 
with each other and have an awareness around others’ roles and rationales that 
inform their way of working.
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McCallin and Bamford’s (2007) study revealed how the level of emotional 
intelligence within MDTs can compromise effective conditions for team work 
and create weaknesses in MDTs. They found that emotional intelligence 
impact on how well HCPs can manage their interdisciplinary working 
relationships within teams. New disciplinary alignments can form subtle 
tensions in MDTs as they threaten the psychosocial safety within teams that is 
essential to them working within an integrated philosophy. This is because 
alliances with other professions may be unfamiliar, especially when some 
professions had a long history of authoritarian attitudes to others -  e.g. the 
doctor-nurse dynamic. These can affect the emotional climate of practice and 
the individual’s ability to safely discuss/ debate MDT work.
A lack of awareness of the informal roles held by members of a MDT has
been shown to compromise effective teamwork. Jenkins et al. (2001) found 
that although it was uncommon for MDT members to completely be unaware 
of role expectations, there was a lack of interdisciplinary awareness about the 
informal roles adopted by team members. If left unidentified, this could 
negatively impact the effective working of a team because it may signify 
unclear role boundaries within the team and a lack of clarity from the HCP 
over their role which might lead to a ‘cover all bases’ approach. This could 
result in staff discontentment, ill will and burn-out. Carter & West (1999) 
suggest that role ambiguity and conflict are linked up in the historical and
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structural attitudes of the professionals working in a team. For example, 
attitudes of psychiatrists to allied HCPs.
Further dilemmas which might not support the conditions for effective 
teamwork lie in the processes of reconciling different professional beliefs 
and practices (Robinson & Cottrell, 2005) and the complexities of working as 
a team with HCPs under different pay bands and different conditions of 
service (Robinson & Cottrel, 2005).
How can I as a psychologist contribute to teams functioning optimally?
Despite many HCPs working in MDTs, evidence suggests that they are not as 
effective as they could be in engaging effective team working (Atwal & 
Caldwell, 2005). Healthcare teams are different from MDTs in other sectors 
because the members have differing allegiances within the teams and also to 
different professional groups (Firth-Cozens, 2001). Additionally, team history 
and professionalism play a part in making questions of authority and 
responsibility much more complex in a healthcare team. The most important 
point to remember here is that effective MDT work and ineffective MDT work 
are two extreme ends of the same continuum. The effectiveness of a team will 
fluctuate within this continuum, making it crucial for teams to be able to
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consider team processes that help and hinder them from functioning 
effectively. •
The National Institute for Mental Health in England (NIHME) (2007), issued 
New Ways of Working for Applied Psychologists in Health and Social Care: 
Working Psychologically in Teams. This document outlined various ways in 
which psychologists can contribute to teams functionally optimally including 
promoting effective individual service planning, achieving an effective 
working formulation to guide team interventions, aiding effective 
communication and decision-making, valuing constructive conflict, supporting 
peer consultation processes and reflective practice, promoting effective 
participation of service users and carers, acting as consultants to their own 
organizations, undertaking teaching and training of HCPs and contributing to 
optimal team functioning through research and service evaluation.
The overarching message from NIMHE (2007), were that stakeholders wanted 
increased integration between psychologists and teams but only if 
psychologists retained their unique identity and contribution. The paper goes 
onto discuss the advantages and disadvantages to having a psychologist 
integrated within the team and being separate from the team. Instead of 
repeating that information, I draw on clinical experience to gauge how I can 
contribute to optimal team functioning. Although the paper states that it is a
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séparation-intégration continuum, most of the consideration is given to either 
separation or integration. From clinical experience, the advantages of being 
embedded in a team have been vast. It has helped to clarify my role and 
expertise within the team and this has helped to make my thinking and 
expertise more accessible to HCPs because of the safe environment created by 
a clear definition of my role. It has helped me to understand the team 
machinery and dynamics better, and has provided the opportunity to leam 
from the experience and approaches of other professionals. Other team 
members are often interested in my sessions with a client they are also 
working with, and not only has this served to create a more user focused care 
package, it has made me feel valued and given me confidence in my role. Just 
having a psychologist physically present in the team, can serve as a reminder 
to other members about a different perspective or understanding of 
experienced difficulties, with clients or with other HCPs and this promotes the 
profile of the work of psychologists. Supervision and continued professional 
development (CPD) required by the BPS code of conduct for psychologists 
ensures that psychologists are not professionally isolated.
Psychologists are ideally placed to help teams consider group processes 
because the therapeutic principles of the work we do with clients underpins the 
principles that underlie optimal teamworking. Furthermore, our training 
experiences of facilitating therapeutic groups, being involved in case 
discussion groups and utilizing a variety of theoretical models ideally places
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us to help complex systems like MDTs function more effectively. Tuckman’s 
(1965) theory of group development and Freeman et aVs philosophies of 
teamwork can be useful to think about with teams that are not working 
optimally as it can normalize feelings of discord within teams and enable them 
to consider a new approach to teamwork and the steps needed to achieve it. It 
can also serve to identify simmering tensions that hinder effective MDT work. 
The benefits of group therapy identified by Yalom & Leszcz (2006) can also 
be applied by psychologists facilitating team consultations. Using these 
therapeutic principles, psychologists may be able to facilitate HCPs trusting 
each other with their own professional experiences and learning from others’ 
experiences. It can allow HCPs to inspire hope in each other and help each 
other realize that they are not alone in their struggles. This in turn can 
promote self efficacy and self esteem. It can also serve to increase emotional 
intelligence within teams by allowing professionals to see how others perceive 
their roles and help team members work more effectively together by 
modelling each others’ successes in terms of clinical outcome. This promotes 
a sense of acceptance within the team and allows team members to come to 
terms with issues of responsibility and accountability -  all factors that are 
essential for effective MDT work (NIMHE, 2007). It might be challenging for 
a psychologist who is part of the team to facilitate these discussions, but 
organizations can get psychologists from outside the team to fulfil this role 
(NIMHE, 2007).
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Using the theories of group processes, psychologists can assist teams in 
identifying which roles team members are formally ascribed and those they 
informally adopt, the function of these roles and issues around role-lock, role- 
status and role conflict (Finlay, 1993). This can help clarify explicit and 
implicit role boundaries which can result in staff feeling valued and contained 
(Jenkins et al, 2001) and encourages individual performance (Thylefors et a l, 
2005) which help to create the conditions for effective teamwork.
Psychologists can help teams to promote effective individual team planning by 
providing a balance to the medical model when it comes to decision making 
(NIMHE, 2007) through the consideration of a recovery approach to care. The 
strengths of this approach lie in the team’s efforts to identify and maximize a 
service users’ potential by identifying their life goals and helping to facilitate 
them (NIMHE, 2007). This approach can also help a team to think about 
reaching an effective working formulation to guide their interventions. 
Medications and roles of responsibility such as risk assessments are not denied 
their importance but are viewed in a more service user focused light and 
differences in terminology are discussed between professionals in light of a 
service user focus.
Just as in therapeutic work, conflict is often a key point for change, the same 
applies in teams. Psychologists can lead by example in welcoming conflict by
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providing multiple perspectives and asking for advice in team meetings and 
informal team discussions. In doing this, team members might see the value 
of conflict and find their own voice, which will ultimately serve to enrich the 
team dynamic, strengthen interprofessional discourse and promote a reflective 
practice. Furthermore, psychologists can start discussions around the different 
organizations individuals all belong to (for example, a family, a professional 
body, a team) and encourage professionals to reflect on their success with 
these organization and encourage the transference of skills for a more holistic 
and solution-focused approach to MDT work. Reflective practice within 
teams can also be supported by psychologists providing peer supervision 
(NIMHE, 2007).
An important way that psychologists can get teams to function optimally is by 
supporting service users to find a voice and supporting staff in being able to 
listen to these voices to help design, monitor and shape the delivery of 
effective services. Again psychologists can achieve this by setting an example 
to the team, for example, helping to set up a service user support group and 
inviting them to consult on their psychological practice, or team delivery to 
others. Psychologists can also help support service users in becoming more 
vocal and putting their views across, thus helping service users to have a 
consultation input at an organisational level.
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Psychologists are trained to carry out research and service evaluation within 
the context of MDTs. Therefore they are uniquely placed to monitor 
effectiveness of services, audit current ways of working and research new 
phenomena that contribute to a dynamic and effective team.
The MDT is a complex and innovative way of working. The beauty in 
considering MDTs is that each team is unique with an individual recipe for 
optimal working. There are many improvements that still need to be made to 
the ways that MDTs work -  the main one being that the role of service users 
as part of the MDT needs to be given much higher priority. The paradox lies 
in trying to achieve the utopia of working seamlessly together, mistakes must 
be made and conflicts must play out. They are the fibres that strengthen and 
change the fabric of MDTs into one of the most sophisticated ways of working 
together.
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The Relationship to Change
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The Task
My case discussion group (CDG) consisted of six people and a facilitator from 
the course team. We were given a problem based learning (PEL) task which 
was to discuss our ‘experiences and relationship to change’. We presented our 
discussion to the year and course team, after working together once weekly for 
six weeks.
Group Processes
The task we were set seemed a little overwhelming because to go from a 
theme so open to interpretation to giving a presentation in six weeks, seemed 
like a daunting task. Finding out that the rest of the group felt the same way 
was reassuring because it normalised my anxiety.
During the first meeting there were strong debates on whether changes were 
positive or negative and which aspect of change we should focus on. There 
were many conflicting views on how we should structure the presentation. 
There seemed to be very assertive members of the group, and I was anxious 
that these members would dominate the discussion in the following weeks.
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particularly because we seemed to have skipped the ‘forming’ stage and 
started at the ‘storming’ stage in Tuckman’s (1965) model of group behaviour.
Our first task was to nominate a chair and scribe for the group. The chair in 
particular seemed like a daunting task, because it was a role that we attributed 
the most power to. Nominating myself for a role that put me in the spotlight 
felt uncomfortable because I knew that my skills would be up for scrutiny, and 
this was worsened by me feeling vulnerable -  much like how some clients 
must feel during a psychological assessment.
I was surprised to be nominated as the group chair. Despite my initial 
anxieties, other members felt that I was ‘diplomatic’ and ‘confident’. This was 
not how I thought that I came across and I feel pleased to be entrusted with the 
responsibility. It has helped me in my clinical work, as I am braver at 
contributing to meetings inspite of having the “I’m just a trainee” feeling. It 
made me realise how I am perceived by others in a way that I was unaware of. 
I have used this concept of members of the group using verbal feedback as a 
method of interpersonal learning (Yalom & Leszcz, 2005), in a therapeutic 
group setting through the use of a reflective group between myself and my co­
facilitator.
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It was challenging to keep an assertive and strong spirited group focused on 
the task; whilst allowing free discussion and managing my anxieties of coming 
across as controlling. Balancing these things required me to pay careful 
attention to each group member’s verbal and non-verbal communication. By 
asking open questions, I was able to keep the discussion going in a way that 
did not offend anyone. Making members aware of the time and 
collaboratively setting an agenda helped to keep us focused on the task.
I have been able to draw upon these skills in my clinical work, particularly in 
carrying out psychological assessments. During these times, I have been 
conscious of a power imbalance between therapist and client, and I am also 
mindful that I have an agenda which requires me to elicit certain information 
such as doing a risk assessment whilst engaging with the client and starting to 
from a therapeutic relationship.
Group members adopted informal roles as the task progressed. There were 
times when the group seemed to be acting out the roles of a family -  with the 
two bickering parents, me taking on an elder sibling role, another member 
taking on an almost teenage role, another being the shy, quiet youngest child 
and one member taking on the role of the rebellious “black sheep”. Many of 
those roles we adopted seemed to be derived from how we interact in our 
families. This has informed my therapeutic group work, because I have
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become aware that how people act in groups can mirror other relationships 
that they might have (Yalom & Leszcz, 2005).
A group member missed many meetings, thereby missing out on important 
initial stages of group formation and identity. Research suggests that members 
are more likely to distrust outgroup members and attribute negative intentions 
to them (Kramer & Messick, 1998). Interestingly, there was a very powerful 
role within the group that was created by their absence. The uncertainty of the 
reasons behind the absences stirred up powerful feelings within the group. We 
felt guilty that we might have been responsible, rejected as a group and 
resentful of the fact that other groups were all working together and we were 
not.
My clinical work has shown me there was more to it than I realised? There 
was an element of envy; that this person was doing something better than what 
we were. I think that the vagueness of the task’s title, the feeling of having to 
collaborate with unknown people was felt quite threatening. It was easier to 
focus on someone missing, rather than focusing on the task and each other. 
The absence of this member unified our group. With hindsight, I would be 
inclined to let the missing member know their impact on the team.
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Group Diversity
Initially I was anxious to say what was on my mind. I think there were many 
reasons behind this. Most of the members seemed confident to say what was 
on their mind and did not seem to have a problem disagreeing with each 
others’ views. Being around such confident group members silenced me and 
made me retreat into myself for the sake of the group because I felt that too 
many strong views would not be conducive to a cohesive group.
This view has been greatly influenced by my Indian culture, where it is only 
‘acceptable’ to have heated debates with only family members and people you 
are extremely familiar with. This was contrasted with an Australian group 
member, whose cultural influences valued assertiveness and a healthy debate. 
It made me wonder how much of our culture we bring into our practice both 
consciously and unconsciously and how that impacts my clinical work.
Knowing about others’ diversity made me understand them better and value 
them more. These are thoughts that inform my work with clients and teams. 
Social identification theory suggests that team identification is the extent to 
which the group has been incorporated into one’s sense of self (Brewer, 2001). 
This can only be done through understanding difference. Thinking about 
diversity has helped my clinical work, especially with clients who talk about
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their feelings in a somatic way; it has helped me to address issues like age and 
gender with clients, which has ultimately strengthened our therapeutic 
relationship.
Tackling the Question and Presentation
Initially we each discussed our individual relationships to change. This really 
helped to provide a strong base for our presentation, as well as giving us the 
opportunity to learn more about each other. I have always viewed change as a 
positive and exciting challenge, but this task made me reflect on why that is.
For me the stability of my family provided me with a safe base from which to 
explore change. Perhaps my positive experiences of change are part of what 
drives me in this work. Many of my clients have difficulty coping with change 
because they lack this stability. This makes me realise the importance of 
having support systems. It also makes me appreciate how frightening 
initiating change can be without the adequate resources.
We discussed the relationship to change from an evolutionary perspective, a 
media perspective, from a socioeconomic viewpoint, from an acculturation 
perspective using models of stress and coping, cultural learning and social
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identification (Bemo & Ward, 2005) and the stages of change model 
(Zimmerman et al., 2000).
However, none of these models fully encapsulated our relationships to change. 
It showed me that people’s experiences do not always fit into models. In 
trying to fit someone’s experiences into a model, the richness of the stories can 
be lost.
Despite common themes: the inevitability of change, the need to adapt to 
change, the role of new experiences as a driver for change and that change can 
be painful when it threatens our sense of self; we realised that we all had 
diverse relationships with change which are constantly changing. Instead of 
using a model of change, we decided to use our own models and celebrate our 
differences by making our own posters illustrating our relationships to change 
-  the different models of change acting as a metaphor for different points of 
view in therapy.
Our experience of doing the task, taught us that the best way of learning was 
to listen, keep an open mind and be curious. We decided to extend this 
interactive experience into our presentation, but staging an art gallery where 
each of our posters would be exhibited and people encouraged to walk around.
75
Volume I URN 6015778
Through this exercise, one of the hardest lessons we learned as a group, was 
that we did not always get on, and yet we had to trust each other and work 
together. This was challenging. Talking about personal stories with people 
you do not fully know or trust is extremely exposing. This has been a valuable 
lesson o leam when I meet a client particularly for the first time. We decided 
to each stand by someone else’s poster and present their story to the rest of the 
course. We all shared anxieties about not being able to do somebody else’s 
story justice, worried that we would not be able to do it without imposing our 
own prejudices on it and yet we trusted that the person telling our story would 
do a good job. These are skills and challenges that I’m presented with every 
clinical session and anxieties I have when writing in the notes or discussing 
the session in supervision. I have learned to manage them by collaborating 
with the client and making sure that I have understood them correctly.
In some ways our different posters represented six individuals, which is what 
we were at the start of the exercise. However, by the end of the exercise, we 
felt we had come some way to establishing a group identity. We wanted our 
presentation to reflect the process that we had undergone, which is why we 
came together as a group at the end to talk about the group process and how 
we can apply what we have learned in our work.
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Re-Evaluation of Group from Subsequent Clinical Experience
Looking back, many of the group processes stemmed from trying to find a 
balance between the people in the group who are ‘Collectivists’ (who 
prioritise group interests over individual needs) and those who are 
‘Individualists’ (who prioritise their independence and separate identity from 
the group) (Gundlach et ah, 2006). Interestingly in our group the norming 
phase seemed to come after the storming phase (Tuckman, 1965). Perhaps 
this was because we were told that our CDG group would be a close source of 
personal and professional support over the next three years; and not being able 
to chose who would provide that support was anxiety provoking. In this sense 
perhaps we were all to some extent storming against a feeling of forced 
collaboration. In terms of my clinical work, it has highlighted the importance 
of a genuine feeling of collaboration and how essential this is in enabling a 
client to keep their sense of identity.
This task taught me about the strength of my inner resources which I was not 
aware of before. The PEL exercise illustrated the power of working 
collaboratively to create meaningful change and the shift in the CDG 
dynamics has shown me the value of trust and acceptance. My clinical work 
has provided me with the theoretical knowledge and experience to understand 
the processes that went on within my CDG. Understanding the necessity of
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change has enabled me to cope with the many changes I am faced with on 
placement, as well as to be reflective about changes in my own knowledge and 
power.
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Child Protection, Domestic Violence, Parenting 
and Learning Disabilities.
Problem Based Learning Reflective Account
March, 2008
Year 2
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The Task
My case discussion group (CDG) consisted of six people and a facilitator who 
was a regional clinical psychologist. We were given a problem based learning 
(PEL) task about issues around child protection, domestic violence, parenting 
and learning disabilities (Appendix 1). Our task was to conduct a full risk 
assessment and help the court develop a rehabilitation plan for the children if 
appropriate. We presented our discussions to the year and course team, after 
working together once weekly for four weeks. One of those meetings 
included the facilitator.
Group Processes
Judge & Bono (2001) cite four core self-evaluations that are all significant 
predictors of job satisfaction and performance:
1. Self esteem
2. Generalised self-efficacy
3. Internal locus of control
4. Emotional stability
Relating this to my group, there were many events during the course of this 
PEL task that was outside our locus of control as a group. We had a new
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member join the group, we had a change of facilitator, we lost a member of 
our group, due to reasons known to the course but not to us, the time scale for 
the PEL task had been reduced to four weeks, compared to having six weeks 
last year, and this year, the PEL task was to be done outside of the time we 
had allocated for our CDG. This had implications on our group functioning 
because last year the PEL task was worked through within the CDG and the 
facilitator took an active role in the group thinking and discussions. I feel that 
these challenged our group identity and stability and made it challenging for 
us to focus on the PEL task. More time was spent as a group welcoming in 
the new member, mourning the loss of the missing member and reflecting on 
the change of processes that we had undergone as a group. Naming these 
helped us to re-intemalise some of the control and sense of self-efficacy that I 
was proud of having mastered through the course of working with my group 
last year. With regards to my clinical practice, it has reminded me of how 
powerless having a perceived external locus of control can feel for clients and 
that in some cases this perception can reflect a reality. I am reminded of the 
value of enabling clients to regain an element of control in how they view 
themselves and the systems around them in order for them to invest in and 
derive personal satisfaction from the positive changes that they are able to 
make.
It was reassuring to hear that it was not just me who had mixed feelings about 
losing our old facilitator and welcoming in a new one. Initially not having a
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facilitator present left me feeling quite vulnerable within the group. Drawing 
upon my clinical experience, I was able to reflect this back to the group. 
Discussing this issue led to discussions around our beliefs about the likely 
consequences of tackling this task on our own, and our expectations of what 
might help or hinder our learning within this task. This process is similar to 
the three kinds of considerations, namely, behavioural, normative and control 
beliefs that lead to the formation of behavioural intention in the Theory of 
Planned Behaviour (Ajzen, 2002). I believe that this helped us to consider the 
factors that made last year’s PEL task a success. In doing so, we were 
empowered as a group because we realized that we termed ‘success’ in terms 
of personal satisfaction and learning -  and a lot of this was facilitated by us 
and not the facilitator. I have learned that the biggest ‘success’ is my personal 
growth by learning from others and helping to inform their experiences. It 
made me think again about my endings with clients and the importance of 
addressing their feelings of vulnerability whilst also acknowledging their 
personal journeys through therapy.
It was helpful to share in the group sadness at losing a member. This was very 
poignant for me as I realized that I was not the only one who was feeling a 
sense that perhaps I should have offered more help, or recognized that a 
member of the group was struggling. It surprised me to hear that although this 
was the dominant voice in the group, it was not the only one. There were 
members of the group who did not share in my sentiment, and this led to
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discussions around taking personal responsibility and accountability and the 
degrees to which we held ourselves accountable for their actions. This was a 
difficult conversation which has ultimately informed my clinical practice in 
numerous ways. For example, when working with staff teams to help them 
think through a challenging case, I have been aware of the value of holding 
multiple viewpoints, and considering why one discourse has been allowed 
dominance amongst the others.
An important group process was welcoming a new member into our group. 
We had all worked together for a year, and realized how daunting it must be to 
be joining our dynamic -  much like working with a different professional 
agency to your own. I had wondered whether as a group we would only be 
welcoming on the surface but might be harbouring an unconscious wish to 
protect the established group dynamic from the influences of further change. I 
found myself wondering about how our new member had fitted in with her last 
group and feeling anxious that she too might reject us, as two other members 
had done. Although these were difficult things to address, my clinical 
experience has taught me that the point for therapeutic change can often arise 
from points of unease or conflict. This knowledge helped me to bring my 
worries up within the group and include the new member and her perspective. 
Hearing her anxieties about starting in a new group and her reflections about 
her previous group, made me value her rather than see her as a ‘threat’ to our 
existing group identity. Her presence in the group brought a sense of hope and
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redemption -  it was possible to leave the course and return. In some ways this 
made the departure of our original group member seem more hopeful and 
consequently, for me easier to come to terms with. It taught me of the power 
of changing narratives and enabled us as a group to welcome the new member 
in and heal many of our recent losses.
We are a diverse group of people. Being just about to embark on my child and 
families placement made this PEL especially salient for me. The diversity of 
the group in terms of having two members who are parents, one member who 
had experienced being taken into care, two members with a lot of experience 
of working with people with learning disabilities, a range of cultural 
backgrounds including an Indian, Australian and three White British members, 
an wide age range and a range of socio-economic backgrounds, brought a 
depth and richness to our perspectives and discussions. I was conscious that 
the member of our group who had left us was one of the two men in our group. 
We overlooked discussing how being the only man in the group might have 
impacted upon the conversations and strategies we used in approaching our 
PEL. This is a learning point for us.
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Tackling the Question and the Presentation
We approached the task by initially discussing our first impressions of the case 
(Appendix 1). The first thing that struck us as a group was the overwhelming 
number of professionals and agencies that were involved with the Stride 
family. In order to reflect this, we decided to start our presentation with an 
interactive exercise. One member of the group sat in a chair in the middle of 
the room representing Mr and Mrs Stride. People in the audience each got a 
balloon with a professional role and view point. Each audience member had 
to come up to the person sitting in the room and present them with their 
balloon. Eventually, there were too many balloons for Mr and Mrs Stride to 
hold on to and keep track of. Reflecting on the exercise with the audience 
afterwards revealed that Mr and Mrs Stride felt completely overwhelmed and 
pulled in different directions, whilst the professionals with the balloons felt 
quite angry and rejected when the Strides dropped or couldn’t hold on to their 
balloon. This effectively illustrated some of the emotions generated in the 
system, and the lack of containment, that we had reflected on as a group. We 
used this exercise as a metaphor to show that the voice of the family should be 
at the heart of any multi-agency practice (Carpenter, 2005). It perhaps also 
reflected our sense of anger at feeling not held on to by the missing team 
member. The presentation then took the form of a PowerPoint presentation. 
Each member of the group took responsibility for a certain part of the 
presentation reflecting a unified group made up of individual voices.
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Multi-agency collaboration has increasingly been viewed as the most efficient 
way to deliver high quality services and ensure their effectiveness in being 
responsive to service users’ needs (Miller & Ahmad, 2000). However, the 
literature and clinical experience suggests that in order for success there is 
considerable work that needs to be done in terms of breaking down 
organisational and historical barriers (Salmon, 2004). The presentation went 
onto reflect our learning through this PEL exercise. The literature suggests 
that successful multi-agency collaboration requires effective communication 
(Okamoto, 2001), a common language across agencies, clarification of issues 
around confidentiality (Salmon & Rapport, 2005) and an understanding of 
professionals’ respective roles, duties and responsibility (DoH, 2004). We 
decided as a group, that before even conducting a risk assessment, we would 
have to think about how to facilitate these and consider who is assessing risk 
risky for? And how could we as psychologists, empower the system to find a 
common language to assess risk (Salmon & Rapport, 2005)? In our 
presentation we discussed the importance of containment within the system 
(Yalom & Leszcz, 2005) and went on to focus on the need for building 
resilience within systems (Mooney & Padesky, 2000).
On reflection, I feel that the dominant stories from our learning from this PEL 
task, reflected the group processes we experienced and our need for 
containment and resilience. One of the weaknesses in our approach to the task 
was not coming up with a plan for risk assessment, something we would have
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needed to do in our clinical work. Perhaps the emotional content of the case 
coupled with the emotional transitions we had experienced in the group made 
it risky for us to think about risk? Learning from this in my clinical work, I 
am aware of the importance of reflecting on myself and my relationships and 
the impact that this may have on my work. The strengths of our approach 
were our ability to reason critically and think creatively and our ability to leam 
from the questions the PEL task posed but also to leam from the process of 
working together and from each other.
Following this exercise, I started working in a Looked After Children’s 
Service and have worked on many cases of similar complexity. I could not 
have asked for better preparation for clinical work. It has taught me that 
successful multi-agency working involves giving voice to multiple narratives 
that may have the potential to hinder by weaving layers of complexity which 
can mask the service users at the heart of the web. To hear these voices, I 
have to be attuned to my feelings, prejudices and vulnerabilities. Yet, with my 
skills of containment, reflection and critical thinking, I feel empowered to be 
one of many voices in the choir of agencies that can at times blend, leam and 
produce a harmony to support the main act -  our clients.
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Appendix 1
Problem Based Learning 
Exercise
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Learning
Child Protection, Domestic Violence, Parenting, and Learning
The Family
The Stride Family
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Ttio Professional network
No contact with mother and father
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The Problem
The W ns. SaCy and Sarah S lide, v^te placed in short term fœler care, 
following a recommendation cf a full child protection case conference, and 
enacted at an initial Court hearing, that children continued to be at risk in 
the care of their parents. The children wore on the child protection register, 
under the «itegones of emotional abuse and neglecL The ctilidren's Guardian 
has approached you, and asked you to help the Court by conducting a full 
risk assessment, and if appropriate, to help the Court develop a rehabilitation 
plan for the children. This is a joint instruction by all parties to the 
proceedings. However the l.o(%i( Authority vnshes to place the children for 
adoption, before it is too late, in the belief that Mr and Mrs Stride will never bo 
able to care adequately for their children. Mr and Mrs Stride are passionate in 
their commitment to have the children returned to their care.
Some Background Information.
Mr and Mrs Stride are white English. They live on State benefits. Mrs Stride is 
described as a woman with leurning disabilities, in the mild range. Mr Strido 
attended a school for children with special educational needs. Mr and Mrs 
Stddo do not read and write English. It stiould be noted that many long 
reports have been wrrttcn abo:rt them, thoir children, their care of Uteir 
children and so on. Their solicitors read tiie reports out loud to them, usually 
once, and sometimes on the morning of a Court hearing.
Mrs Stride has two older children living witir separate adoptive families. She is 
not able to have contact with them at the moment, as it was a closed 
adoption. Tfils is because her first husband was extremely violent to her. and 
threatened violence to the pre^ous social workers. Social Services staff 
feared for the safety of the adopters if their whereabouts were known. Mrs 
Stride promised herself it wou d bo different with this marriage and for these 
: 0* Wmhÿ: #
Mr Stride has physically assaulted Mrs Stride, during disagree monts. She 
minimises his behaviour, saymg it is nothing compared to v/hat her previous 
husband used to do to tier. The two children have v/itnessod these arguments 
ar##$sautts.
Mr Stride's parents are supportive. They buy clothes and toys for the children, 
and occasionally buy food shopping for the family. Apparently, they are 
unable to look after the children, because Mr Stride's motfier suffers from a 
pa nful rheumatic condition. Mrs Stride was raised in the Looked After 
Children s^-stem. and has no contact with hor family of origin
Mr and Mrs Stride live in (%>nditlons of deep poverty. They do not have many 
Wusehold appliances that wo K, and It seem s that Mrs Stdde struggles to 
mderstand the v/orkings of thu second hand appliances donated to them by
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family. It v/ould socm that Mr Sthdo understands thùîr woddngs, but is not 
prepared to use them. Social Services staff are most concerned about 
physical neglect of the children's needs. Family Contre staff say they have 
tried to engage both )Mr and Mrs Stride in parenting classes, but the couple 
do not attend on a regular bas s. The Family Centro appointed a family worker 
to Visit the home, and show M s  Stride 'ho;Y to keep house'. The family 
support '.vorker has not been trained to work with parents with teaming 
disabilities. The Social Worker says the Department has offered die family 
everything, and it makes no difference to the care of the ctnldren.
Mr and Mrs Stride are desperate about the loss of tlieir diHdren. They want 
thorn to como homo. They fiercely resent the foster carers, and the supervisor 
of tiieir contact with the children. The children's Guardian believes the parents 
can leam to bo 'good enough' to satisfy Social Services requirements. Mrs 
Stride was referred to the local AMI I service for help vXtli feelings of despair 
and depiession. She is taking anti depressanl medication, and is seeing a
Prompt Questions
 something about paying ahention to the professional notv/o'-k (liaison,
 something about safely, risk assessment and risk management
 sometidng about child witnesses to domestic violence
 somethmg about the effects of poverty and class discrimination
 something about literacy and verbal comprehension (effects of anxiety
and stress on memory and comprehension, and willingness/ability to express 
concoms, and say. '* don't understand these reports')
 something about resilience. adversity, depression and coping
 something about tire role uf grandparents in ttie care of ctiildren
 something about children of parents with loaming disabilities
 something about psychalopists. child protection and the legal system
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Working with Older Adults, their Families and 
their Professional Networks.
Problem Based Learning Reflective Account
February, 2009
Year 3
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Summary
We were set a problem based learning (PEL) exercise about Mr Nikolas, a 
sixty-nine year old father of two sons who was referred to the psychology 
department for assessment of his short term memory problems and his needs 
for care. Our task was to decide who, what and where the problem lay. I 
reflect on what I brought to the group from my own development as a clinical 
psychologist including introducing conversations around the impact of 
ethnicity, gender and anxiety on group processes and formulation skills. 
Working on this PEL has made me consider the challenges of multi agency 
working and my role in facilitating this. Participating in this task has made me 
realise the skills and knowledge I have acquired through training and has 
given me the confidence to impart this through team meetings, peer group 
discussions, consultation and supervision. It has taught me that my work as a 
psychologist does not stand alone but is part of a wider intervention and I look 
forward to embracing these opportunities and challenges when I qualify.
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The Task
We were set a problem based learning (PEL) exercise about Mr Nikolas, a 
sixty-nine year old father of two sons who was referred to the psychology 
department for assessment of his short term memory problems and his needs 
for care. Other systems involved included his family, partner, ex-wife, social 
services, the court of protection and his GP. Our task was to decide who, what 
and where the problem lay (Appendix 1).
I tackled this PEL task in a group of five other trainees, two of whom were in 
my year and three of whom came from the second year. We met five times as 
a group before presenting our work to our colleagues on the course.
Group Processes
The role of group diversity
We were a diverse group consisting of five women and one man, two mature 
students, one parent, two members retraining after previous careers. This 
enabled the group to empathise with different members of the system, which
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enabled us to take on multiple perspectives from the very beginning. Being 
Indian and living within a different culture, combined with working in a 
diverse inner London NHS Trust, allowed me to introduce issues around the 
importance of cultural adjustment and culturally sensitive services (Lawrence 
et a l, 2006). The group reported that they found this helpful when 
considering how to best work with this family. Several members of the group 
were practicing Catholics and their reactions to issues around divorce and 
having children out of wedlock helped me to understand the impact of and 
shame that can be associated around other types of cultural norms.
Learning from past PEL exercises I was able to notice with the group how 
gender may impact upon the way we approach the task. For example, the 
male member of the group seemed to thrive on group debates, whereas the 
female members of the group seemed more cautious seeing debates as 
potential disagreements. Talking about this openly as a group, enabled us to 
prevent ruptures taking place within the group and empowered members to 
actively put their views forward which made for a rich collaboration.
Working with a different vear group
It was interesting to work with a different year group, especially as this was 
the first PEL task we had done without a course team facilitator. Being in the
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third year I felt automatically elevated in my levels of knowledge and 
expertise by members in the second year. This was empowering because it 
made me realise that through training, I had gained a lot of knowledge and 
skills as a clinical psychologist. It was also frustrating because this perception 
might have stifled the contribution of the second year trainees.
I used my experiences of providing supervision on placement to understand 
this process using the conscious competence learning model. This process 
made me realise how I had started to become unconsciously competent in my 
formulation skills and I was pleased to be able to bring these qualities to the 
group. Attending lectures and starting new placements have also made me 
aware of the importance of constantly checking my competence against 
standards and new evidence so as not to fall into the trap of becoming 
complacent about my clinical skills.
Feedback has been highlighted as one of the most powerful influences on 
learning, (Hattie & Timperley, 2007). By supporting and encouraging the 
second years to express their ideas, they were able to grow in confidence and I 
valued learning from their experiences too. The New Ways of Working 
document by Onyett (2007), states that psychologists should seek to develop 
their role through peer consultation, supervision and leadership in order to 
improve the effectiveness of services. This experience, has made me pay
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attention to the importance of empowering expertise at any experiential level 
and has given me more confidence to do this within multi-disciplinary teams 
(MDTs) and with other year groups at university.
The impact of the PEL task
The complexity of the case was initially overwhelming and generated an 
anxiety within the group culminating in sixteen hypotheses and no idea of 
what to do next. This played out in a practical sense with people forgetting to 
attend meetings, not preparing work they had agreed to and during our 
meetings our conversations would seem to be about everything but the task. 
Facilitating psychotherapy groups on placement taught me the importance of 
paying attention to these things (Sinason, 1992). I used this experience to 
think with the group about whether our conversations of stress and anxiety 
outside of the group reflected our feeling towards the task. Addressing this 
allowed us to draw comparisons of processes in the PEL task that seemed to 
be playing out in our group; for example, our stuckness seemed to parallel the 
family’s overwhelming sense of being paralysed in a crisis; in trying to 
generate hypotheses about where the problem lay, we had forgotten to pay 
attention to many of the individual voices in the family. This process is akin 
to experiences I have had in MDT discussion around formulating complex 
cases, when NHS policies around risk management, communications between
101
Volume I URN 6015778
team members and professions can seem to overshadow the actual service 
users and what they want (Atwal & Caldwell, 2005).
Remembering this as a group, we were able to notice that Mrs Nikolas had 
Alexander when she was fourteen years old. Initially we put this down to a 
typographical error, but then considered what it must have been like for a 
Roman Catholic teenager to have a son in the 1960s. We had some 
stimulating discussions about the importance of thinking the unthinkable and 
the information that we safeguard ourselves against as professionals. It 
reminded me of the importance of our assessment processes at work and 
addressing the different ways in which a team’s anxiety can impact upon its 
clinical work and expertise.
Clinical training has taught me how the most meaningful therapeutic change is 
accomplished through addressing challenges in the therapeutic relationship 
(Pope & Keith-Spiegel, 2008) and by opening up ourselves to the unthinkable; 
we were able to move forward as a group. We were able to come up with two 
working formulations and actions plans to present to our colleagues.
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The Presentation
Giving a voice to each family member
We started our presentation with each member of the group adopting a 
character and saying what they think the problem is and with whom they think 
the problem lies. My choice to be Mr Nikolas was influenced by my 
experiences on my older adults’ placement because I wanted to give him a 
voice amidst the social disempowerment experienced by older people 
(Blakeborough, 2008). The theme of unspoken voices was striking in this 
PEL case and this exercise allowed us to empower each member of the family. 
It illustrated that the problem looked very different depending on individual 
narratives. This process has influenced the way I understand referrals I 
receive at work and the importance of deconstructing what the difficulty is 
before formulating an individual’s care plan. I have learned to be open to 
exploring the reason for referral with the client and to understand what they 
would like help for.
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Two working formulations
We decided to split in to two groups and present two formulations of the 
problems -  one was a systemic view of the difficulties and the other focused 
on Alexander’s role in causing and maintain the problem. We decided to 
present both formulations as a debate between the two groups, with each 
group pointing out the pros and cons of each formulation. The debating nature 
of the presentation reflected the open conversations that are had in MDT 
meeting about clinical cases. It provided me with an opportunity to put 
forward a psychological point of view and defend it. This has made me more 
confident to do this during team meeting in placement and through 
consultation to other agencies. This experience has further impacted on my 
role within my personal and professional learning discussion group (PPG), 
where I have enjoyed the opportunity to present my clinical work and enter 
into a debate about my approach.
I was in the group that was arguing for a systemic conceptualisation of the 
problem. We hypothesised that the focus on Mr Nikolas’ memory difficulties 
and the associated need for care served the function of uniting an otherwise 
unstable family (through divorce, new relationships for Mr and Mrs Nikolas 
and geographical distance). The idea of maintaining a ‘traditional family unit’ 
to professional networks and society seemed particularly important in light of
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Mr Nikolas’ Russian-Jewish background, Mrs Nikolas conception of her son 
Alexander and Mr and Mrs Nikolas’ divorce. We hypothesised that the family 
had become unable to manage these transitions because defending the family 
integrity had become non-adaptive and a problem maintain loop was created 
in which dissatisfaction in relationships were pathologised as psychological 
difficulties . New perspectives such as Mrs Edward’s were characterised by 
the family as external threats.
Our intervention was based on Carr’s (1999) three part model of identifying 
problem maintaining patterns, constraining beliefs and narratives (such as 
family identity existing above individual identity and personal happiness 
coming second to family) and contextual factors (for example, Mr and Mrs 
Nikolas’ emphasis on establishing a ‘traditional’ family because Alexander 
was bom out of wedlock to a teenage mother). We thought that identifying 
these as a family would help the system to gain an understanding of their 
shared and unshared beliefs and help them to tolerate and manage difference 
through multiple perspectives. We felt that this would enable Mr Nikolas to 
define himself as separate from his family in some ways which might then 
empower him to explore the extent and impact of his memory difficulties 
without wide reaching consequences, such as the removal of his driver’s 
licence and other possible means of increased reliance on others and reduced 
independence.
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The other half of our group argued for an individual intervention with 
Alexander, to enable him the space to explore his feelings about his parents’ 
divorce the impact that it has had upon his beliefs and interactions.
Limitations of our work
We acknowledged that both approaches had their limitations -  particularly 
around issues of engagement. We did not consider a multi-agency perspective 
which having neared the end of my older adults placement, I feel was a 
particular weakness. It would have not been possible to justify an individual 
therapeutic intervention for Alexander as he was not the identified client. 
Equally given that social services, the court of protection and the police 
identified the problem lying with Mr Nikolas, it would have been hard to 
convince agencies of a systemic view of the problem. In focusing on the 
family members, we overlooked Mr Nikolas’ needs of care. Shared objectives 
are crucial in the success of MDT work (Thylefors et a l, 2005) and would 
have resulted in a more responsive user focused service (Caldwell & Atwal, 
2003).
From my experience on placement, I would consider a neuropsychological 
assessment as a crucial part of my role. I would have involved social services 
in conducting a needs assessment and asked the DVLA for advice around Mr
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Nikolas’ capacity to drive. I would have involved the team to help investigate 
what was done regarding a capacity assessment around Mr Nikolas’ ability to 
manage his finances and would have used the team’s support to explore how 
Mr Nikolas felt about his finances being managed by his ex-wife.
Conclusion
Working on this PEL task with another year group has been a rewarding 
experience. It has made me consider the challenges of multi agency working 
and my role in facilitating this. Participating in this task has made me realise 
the skills and knowledge I have acquired through training and has given me 
the confidence to impart this through team meetings, peer group discussions, 
consultation and supervision. It has taught me that my work as a psychologist 
does not stand alone but is part of a wider intervention and I look forward to 
embracing these opportunities and challenges when I qualify.
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Appendix 1
Problem Based Learning Exercise
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What is the problem? Who has the problem? What might happen?
Mr Nikolas is 69, and has been referred to the psychology department 
for assessment of his short term memory problems, and his needs for 
care. The allocated social worker thinks Mr Nikolas is not looking after 
himself properly -  his fridge has out of date food, his clothes are not 
well washed, and his toilet and bedding are unclean. His GP thinks he 
is managing well. During the period of assessment, Mr Nikolas’ son 
Alexander, accused Mrs Edwards of financial abuse against his father. 
Social services invoked the Court of Protection and his divorced wife 
agreed to manage his financial affairs. Mrs Edwards, his new non- 
residential partner, was asked by the family not to visit their father/ex­
husband any more, in an angry doorstep confrontation at her home by 
the older son. Mrs Edwards contacted the same psychology service 
and asked for their help. Mrs Edwards gave her version of events to 
Mr Nikolas’ two older sisters, who both live abroad.
Some Background Information
Mr Nikolas is the son of a Russian Jewish émigré who married a white 
English east end Londoner. His father left his mother when he was 
seven and he had no subsequent contact. He was raised within the 
CofE tradition of Christianity, and holds a faith base. It was not until he 
was a mature adult that he learned of his father’s origins at the time of
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his mother’s death. He had always been told his father was an 
Englishman.
When he was 33, Mr Nikolas married a white English woman who was 
15 years younger than him, from a Catholic background. She is not 
practising. They divorced at her instigation 6 years ago. She had 
spent the majority of their marriage in receipt of a diagnosis of major 
depression, with bouts of counselling, prolonged anti-depressant 
medication use, and so on. Following the divorce, she was able to 
cease prescription medication use, took up local employment, and 
developed a new friendship circle. Her older son called her a ‘whore’ 
when he discovered she was seeing another man, romantically.
So, Mr and Mrs Nikolas had two sons, Alexander and James, both now 
in their thirties. James lives abroad and does not keep much in contact 
with his father. Alexander is local, runs a small business and is 
married to a woman who struggles with eating distress and fears of 
contamination, such that she does not allow their two small children to 
play in the garden. The family do not discuss these matters.
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Mr Nikolas has two older sisters, both of whom live in Australia and are 
not well enough to travel to the UK, but wish to be involved in decision 
making about the future care of their brother.
Mr Nikolas was devastated by the divorce and the need to sell the 
family home for the divorce settlement. He moved to a small property 
nearer his older son and two grandchildren. He spent a few years on 
his own, walking miles every day, and shunning company. Eventually 
a friend persuaded him to join a local history society and he became 
involved in escorting visitors and tourists around museums. There he 
met Mrs Edwards, a while English divorced woman, 2 years older than 
him. She is financially independent and owns her own home. She has 
PT employment with a stately home in the area, and was a children’s 
nanny most of her life. She has a chronic debilitating health condition 
that results in joint pains. She has no children and no living relatives. 
She has an active friendship group.
Mrs Edwards and Mr Nikolas became friends and then their 
relationship became romantic and sexually intimate. They have been 
together for 3 years. They kept their separate houses, and spent time 
in each other’s home. Mr Nikolas asked Mrs Edwards to marry him at 
the time the police instigated the removal of his driving licence. He had
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been struggling with short term memory problems, and when stopped 
at a police blockade where police were redirecting traffic, he refused 
their instructions and tried to drive on. The police officer recognised a 
‘psychological’ problem and reported his behaviour to social services. 
The same police officer advised Mrs Edwards that Mr Nikolas needed 
medical attention. Mrs Edwards was uncertain and informed his older 
son who contacted social services. This resulted in the withdrawal of 
his licence and the confiscation of his car by his older son. His ex-wife 
was observed to drive this vehicle subsequently by Mrs Edwards.
Prompt questions:
Who/what/where is the problem?
How to define the professional network? How might professional roles 
be defined under these circumstances?
How is leadership shown/to be shown within the professional network, 
and what might collaborative practice look like under these 
circumstances?
What is the role of the psychologist with respect to Mr Nikolas, his 
close family members, Mrs Edwards and the professional network?
What ethical issues need to be considered?
How is financial abuse to be defined?
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The relationship between memory and depression?
The role of life events?
Impact of divorce on grown up children?
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Summary of Personal and Professional Learning 
Discussion Group Process Account
September, 2007
Year 1
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This account explored the triangular relationship between myself, my PPLDG 
and my work (clinical and academic). I felt both contained and vulnerable 
within the intimate space created by the group. The group followed a 
structured format where the first 15 minutes were spent discussing salient 
issues and the rest of the time was devoted to case discussion. It was useful 
and reassuring to leam from others’ experiences. I was empowered by others’ 
feedback that my contribution in the group gave members confidence and 
providing them with alternative ways of looking at things. The diversity of the 
group enriched my interpersonal learning and highlighted the power of 
validating objective and subjective realities in my relationships with others. 
Facilitating groups on placement helped me to identify processes around the 
stages of group development and feelings of trust between those who were 
fully invested in the process and those who were not. The power dynamic 
introduced by the facilitator role enabled reflection about my power on 
placement and within teams. The ‘peacemaker’ role I adopted in the group 
reflected my wish for group cohesion but also my anxiety around managing 
conflict. Sharing our anxieties and successes helped create a culture of 
honesty, trust and joint responsibility within the group. Learning needs that 
we identified for next year included being less task and more process focused. 
We considered it useful to widen our thinking through the use of systemic and 
psychodynamic models as much of our discussions were based around a 
cognitive-behavioural framework.
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Summary of Personal and Professional Learning 
Discussion Group Process Account
August, 2008
Year 2
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My personal, professional and academic development last year enabled me to 
have less rigid expectations from my PPLDG this year. Feeling an established 
member of the group enabled me to be more reflective about myself and 
others. The case presentation element of the group 'svas useful in enhancing 
my clinical and formulation skills. The group diversity reflected my diverse 
clinical placements and facilitated reflection on the value of diversity on 
interpersonal learning and therapeutic collaboration. Losing a member and the 
addition of two new group members made changing membership a significant 
group process. The group’s mixed emotions at these changes were explored 
and understood using Social Identity Theory and Attaehment Theory. We 
explored our positioning of new members within the group and reflected on 
the way this fulfilled a need for acceptanee following multiple losses in group 
membership over two years. My PPLDG taught me the importance of 
understanding the process alongside the content of my clinical work. 
Allowing myself to be vulnerable in the group was a significant shift from my 
position of ‘group protector’ last year. This experience enhanced my empathy 
with clients’ experiences of attending therapy. This was a challenging group 
to be part of but the rewards far outweighed my expectations.
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Cognitive Behavioural Therapy for Health 
Anxiety with a 74 year old, White British
woman.
Summary of Case Report 1
July, 2007
Year 1
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Cognitive Behavioural Therapy for Health Anxiety with a 74 vear old.
White British woman
Referral: Mary was a 74 year old, White British woman who was referred for 
psychological input around low mood arising from health anxiety and co- 
morbid physical health difficulties. She was referred by her care co-ordinator 
in the Adult Community Mental Health Team.
Assessment: The assessment process consisted of collecting information from 
the multi-disciplinary team, reviewing Mary’s notes, two individual sessions 
with Mary and discussions in supervision. Psychometric measures of mood 
and anxiety were used as baseline measures. Risk was continually assessed in 
line with Trust policies.
Formulation: Mary’s difficulties were formulated using a Cognitive 
Behavioural model of health anxiety. Due to her age, specific issues around 
cohort beliefs, intergenerational issues and role investments were attended to. 
A cognitive behavioural approach was chosen due the support for this 
approach in the evidence base, NICE guidelines and Mary’s capacity to use 
this approach.
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Intervention: We had ten intervention sessions at the time of writing the 
report. Stage one of our intervention work focused on socialisation to the 
cognitive behavioural model of health anxiety and building a therapeutic 
alliance. Stage two of the intervention focused on understanding and reducing 
maintenance factors for anxiety, such as reassurance seeking. The final 
intervention stage focused on finding reattribution strategies for health anxiety 
sueh as searching for alternative explanations.
Outcome: Mary’s physical health deteriorated during the course of the 
intervention thus increasing her anxiety about her health. Her levels of social 
anxiety and reassurance seeking had reduced resulting in an increase in her 
daily activities and functioning.
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Cognitive Behavioural Therapy for Depression 
in a Primary Care Setting with a 33 year old
woman.
Summary of Case Report 2
September, 2007
Year 1
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Summary of Case Report 2: Cognitive Behavioural Therapy in a Primary 
Care Setting with a 33 year old woman.
Referral: Sarah was a 33 year old, White, South African woman who was 
referred to The Psychological Therapies in Primary Care Team by her GP for 
depression. She had been signed off work for a month due to low mood. She 
reported feeling tearful, unable to make decisions and participate in activities 
she used to enjoy.
Assessment: Sarah was initially assessed by my supervisor who felt that she 
would benefit from individual therapy. She met with me for an assessment 
session in which issues of risk, current difficulties, problem course and onset 
and relevant history were discussed. Psychometric assessments of mood were 
administered as baseline measures.
Formulation: Sarah’s difficulties were formulated using a cognitive
behavioural model of depression.
Intervention: In line with the team’s policies, I offered Sarah six intervention 
sessions. Phase one of the intervention involved establishing the therapeutic 
relationship, psychoeducation about depression and cognitive behavioural
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therapy, building a shared understanding of the formulation and setting goals 
for therapy. Phase two of the intervention focused on testing Sarah’s 
perceptions of her activity levels and associated levels of pleasure and 
mastery. Phase three assessed thinking distortions and identified and 
challenged Sarah’s negative automatic thoughts. The final intervention phase 
focused on discussing endings and summarising our work.
Outcome: Self report and psychometric measures of mood revealed that
Sarah’s mood was significantly better. Sarah returned to full time 
employment, got back in touch with old friends and returned to activities she 
used to enjoy such as going to the gym.
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An Integrative Approach to Managing a 16 year 
old girl’s Difficulties with Food using Cognitive 
Behavioural and Narrative Frameworks.
Summary of Case Report 3
April, 2008
Year 2
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An Integrative Approach to Managing a 16 year old girPs Difficulties 
with Food using Cognitive Behavioural and Narrative Frameworks
Referral: Maya was referred to The Child and Adolescent Mental Health 
Service after visiting her GP with concerns that she might have an eating 
disorder. She wanted help overcoming the binging-purging cycle. Her 
difficulties were impacting upon her daily functioning and relationships. She 
was experiencing symptoms of anxiety, anger, depression and low self-worth. 
Her BMI and bloods were within normal limits.
Assessment: The assessment lasted one session and focused on Maya’s
current difficulties, the problem onset and course and relevant background 
history. Psychometric measures of mood were used to assess social and 
emotional well-being.
Formulation: Maya’s difficulties were formulated using a cognitive
behavioural model of the maintenance of bulimia nervosa. Her difficulties 
talking about her thoughts and feelings limited the work we could do within a 
cognitive behavioural framework. A narrative approach was selected to 
externalise her difficulties and reduce her levels of shame.
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Intervention; We met twelve times. Phase one of the intervention focused 
on establishing the therapeutic relationship, psychoeducation and externalising 
the problem. Phase two focused on obtaining social perspectives of eating, 
identifying unique outcomes and discussing the impact of the Eating Disorder 
on Maya’s family relationships. Phase three focused on having a family 
session and endings. Therapeutic letters were used throughout the 
intervention.
Outcome; Psychometric and self-report measures indicated a reduction in 
Maya’s levels of anxiety, anger and frequency of her binges and purges. She 
agreed to engage in family therapy and continued to have individual sessions 
with a psychologist in the team.
128
Volume I URN 6015778
A Neuropsychological Assessment of a 77 year 
old, White British man presenting with Concerns 
about Memory Problems
Summary of Case Report 4
March, 2009
Year 3
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A Neuropsychological Assessment of a 77 year old. White British man 
presenting with Concerns about Memory Problems
Referral: Arthur was a 77 year old. White British man. He was referred to 
The Community Mental Health Team for Older People by his GP. Arthur was 
experiencing difficulties with his short term memory. He had a family history 
of Alzheimer’s Disease (AD) and vascular risk factors of hypertension and 
atrial fibrillation for which he was being treated. A neuropsychological 
assessment was requested to aid diagnosis.
Assessment: The assessment process consisted of reviewing Arthur’s notes, 
discussions with the team and a meeting with Arthur and his wife Rose. These 
provided a detailed description of Arthur’s current difficulties and background 
history. Psychometric measures of mood ruled out depression. Premorbid 
measures of intellectual functioning provided a baseline for testing.
Formulation: It was hypothesised that testing would reveal a
neuropsychological profile consistent with AD, vascular dementia or mild 
cognitive impairment.
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Testing: Tests used were part of a standardised neuropsychological
assessment used by the service. Tests explored current intellectual
functioning, memory, attention, concentration, processesing speed, visuo- 
spatial abilities, verbal fluency and executive function.
Findings: Arthur’s results suggested a cognitive profile consistent with AD, 
however one could not rule out vascular contributions from vascular 
complications such as hypertension and atrial fibrillation.
Conclusion: The results were fed back to Arthur, Rose and the team. Arthur 
and Rose found the practical coping strategies I offered them helpful. Rose 
was given information about her local carer support groups. Arthur’s care was 
transferred to the team psychiatrist who referred him for a CT scan and an 
EGG.
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An Integrative Approach to Anger Management 
with a 35 year old, Black British man
Summary of Oral Presentation of Clinical Activity
September, 2008
Year 2
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An Integrative Approach to Anger Management with a 35 year old. Black
British man
Referral: M was a 35 year old Black British man with a learning disability. 
He was referred to The Assessment and Intervention Team by his social 
worker in The Community Team for People with Learning Disabilities, 
following their concerns around M’s ability to manage his anger, particularly 
when he was intoxicated. M had a tendency to damage property when he 
became angry. This was impacting upon his social relationships.
Assessment: The assessment process involved meeting M and his
professional network to ascertain the different systems involved and which 
parts of the system were asking for help. I met with M three times to establish 
his understanding of the referral, his current difficulties and our therapeutic 
relationship.
Intervention: The intervention focused on coming to a joint understanding of 
the problem with M and his network. An integrative approach based on 
cognitive-behavioural, psychodynamic and systemic frameworks was tailored 
to M’s level of ability and his strengths. I worked with M to help him identify 
the physical effects and emotional and behavioural consequences of anger. 
Psychotherapeutic techniques helped M to have a positive experience of an
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interpersonal relationship and to bear the unbearable. Systemic techniques 
help M and his system to reflect on disability and anger within a wider social 
context.
Outcome: M learned to identify and control his anger resulting in a reduction 
of the frequency with which he damaged property. M was given more 
responsibility at the day centre. He continues to be seen by a psychologist in 
the team.
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Overview of Clinical Placements
Adult Mental Health: I worked with adults aged between 1 8 - 6 5  years old. I 
worked in a Community Mental Health Team, a Primary Care Service and on 
an Inpatient Acute Ward. The main therapeutic model used on this placement 
was Cognitive Behavioural Therapy. Modes and types of work (interventions 
and assessments) included individual CBT work for Social phobia. Obsessive 
Compulsive Disorder, Health Anxiety, Psychosis, Incontinence, Depression, 
Self Esteem, Bipolar Disorder. Exposure therapy work for PTSD was 
conducted with 2 clients. Service Development work was in the form of 
conducting a Service Related Research Project looking at the impact of ethnic 
minority trainees on teams and services. Results disseminated widely to the 
university, other trainees and clinical psychologists. Further service 
development work included doing an audit of service user’s experience of the 
CMHT waiting room. As a result of this work, funding was received to 
redecorate the waiting area.
Learning Disabilities: I worked with adults with a diagnosis of learning 
disabilities referred to a specialist service and a psychotherapy service. I 
worked in day centers, clients’ homes, residential homes and the team offices. 
The main therapeutic models used on placement were cognitive behavioural 
therapy, systemic therapy and psychotherapy. Assessments and interventions 
were carried out around challenging behaviour, anger management, 
psychotherapy with a lady who suffered from multiple traumas, psychometric
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assessments, functional analyses and consultation to NHS, social care and 
voluntary agencies. Presentations included case presentations to the team. 
Service development work took the form of creating an easy read consent 
form for neuropsychological assessment in collaboration with a service user.
Child and Families: I worked with children and adolescents aged between 5 -  
18 years and their families. I worked in a CAMHS service and a Looked After 
Children’s service. I worked in the team offices, clients’ homes, day centers 
and schools. The main therapeutic models used on placement were cognitive- 
behavioural and systemic. Individual and family work conducted was around 
using narrative and cognitive behavioural approaches to work with young 
people with eating disorders, anxiety, OCD, low mood, self harm and anger 
management difficulties. Presentation experience was obtained through 
presenting a case to the team. I co-facilitated a group for foster carers based on 
attachment ideas and ran a relaxation group for foster carers. Additional 
experience included working with interpreters and asylum seekers.
Older Adults -  I worked with adults aged 65 year and over. The placement 
was based in a Community Mental Health Team for Older People and on a 
ward for people experiencing functional and organic difficulties. However 
additional work was carried out in a day hospital, clients’ homes, residential 
homes and in the community. The model of work on this placement was 
mainly cognitive behavioural and systemic. Individual assessments and 
intervention were conducted with people experiencing difficulties around
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anxiety, depression, sexual problems and problems arising out of transitions in 
old age. Psychometric assessments of dementia were conducted with 4 
clients. I co-facilitated a recovery group on the ward. Service development 
work included working with service users to produce a leaflet about the 
psychology service and providing consultations to psychologists about how to 
help trainees learn about neuropsychological assessment. Supervisory 
experienced was gained through supervising an assistant psychologist. 
Presentation experience was obtained through presenting my dissertation on 
the impact of dementia on South Asian families to the team. I had the 
opportunity to work with couples and families around managing anxiety and 
coping with dementia.
Advanced Competencies Placement: I worked in a specialist service for young 
people aged between 12 and 18 years old. I worked in two Tier 4 teams: an 
adolescent inpatient unit and an adolescent outreach service. The main model 
used on this placement was cognitive behavioural, systemic and 
psychodynamic. Individual assessments and intervention were conducted with 
young people experiencing difficulties with transitions, depression, sexual 
abuse, eating disorders, OCD and mania. I did a lot of work on discharge 
planning and risk assessment with young people. Family work was conducted 
with one family around managing OCD. Presentation skills were demonstrated 
through presenting the team with a talk on discharge planning. I co-facilitated 
a psychodynamic group and a recovery group for young people on the ward.
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Consultation experience was gained through providing consultation to 
professionals in Tier 3 Services.
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Research Log Checklist
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1 Formulating and testing hypotheses and research questions Yes
2 Carrying out a structured literature search using information 
technology and literature search tools
Yes
3 Critically reviewing relevant literature and evaluating research 
methods
Yes
4 Formulating specific research questions Yes
5 Writing brief research proposals Yes
6 Writing detailed research proposals/protocols Yes
7 Considering issues related to ethical practice in research, 
including issues of diversity, and structuring plans accordingly
Yes
8 Obtaining approval from a research ethics committee Yes
9 Obtaining appropriate supervision for research Yes
10 Obtaining appropriate collaboration for research Yes
11 Collecting data from research participants Yes
12 Choosing appropriate design for research question Yes
13 Writing patient information and consent forms Yes
4 Devising and administering questionnaires Yes
15 Negotiating access to study participants in applied NHS settings Yes
16 Setting up a data file Yes
17 Conducting statistical analysis using SPSS Yes
18 Choosing appropriate statistical analysis Yes
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19 Preparing quantitative data for analysis Yes
20 Choosing appropriate quantitative data analysis Yes
21 Summarising results in figures and tables Yes
22 Conducting semi-structured interviews Yes
23 Transcribing and analysing interview data using qualitative 
methods
Yes
24 Choosing appropriate qualitative analysis Yes
25 Interpreting results from quantitative and qualitative analysis Yes
26 Presenting research findings in a variety of contexts Yes
27 Producing a written report on a research projects Yes
28 Defending own research decision and analyses Yes
29 Submitting research reports for publication in peer-reviewed 
journals or edited book
Yes
30 Applying research findings to clinical practice Yes
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Towards a theory of teachers’ knowledge of the 
use of Anti-Social Behaviour Orders with 
children aged 10 -  16 years old.
Abstract of Qualitative Research Project
May 2007
Year I
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Towards a theory of teachers’ knowledge of the use of Anti-Social 
Behaviour Orders with children aged 10 -1 6  years old
Introduction: Anti-social behaviour orders (ASBOs) were introduced in the 
Crime and Disorder Act 1998 and can be imposed on anybody aged 10 years 
or older. Between June 2000 and December 2005, 3997 ASBOs were issued 
to children aged between 10 and 17 years in England and Wales. There have 
been some attempts to involve teachers in a wider response to anti-social 
behaviour, but no investigation into teachers’ knowledge of antisocial 
behaviour or the current measures used to address it. The present research 
sought to explore teachers’ knowledge.
Method: An opportunity sample of three female secondary school teachers 
participated in semi-structured interviews. A grounded theory approach was 
used to analyse the data.
Results: 12 categories were derived through the process of grounded theory, 
with ‘Teachers’ perceived knowledge’ as the core category. Participants did 
not have a strong understanding of ASBOs and their use with children but had 
beliefs about ASBOs and the impact they might have on the individual, the 
school and society. Participants indicated a desire for more knowledge.
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Discussion: The results are considered in the context of existing theories 
about teachers’ beliefs and construction and use of knowledge. The use of 
grounded theory is discussed and the research is evaluated.
Conclusion: The preliminary findings suggest that teachers have limited
knowledge of ASBOs, but that they may desire to learn more in order to 
improve the effectiveness of the use of ASBOs. Much work remains and it is 
hoped that the present study might initiate further interest in this area.
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An exploration of clinical psychology 
supervisors’ views on the impact of ethnic 
minority trainees on teams and services
Service Related Research Project
June 2007
Year 1
All identifiers of the supervisors and services have been removed 
from this report to preserve anonymity and confidentiality.
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Abstract
The increasing diversity of the population in the United Kingdom has fuelled 
recent government policies that have put a spotlight on the need for diversity 
amongst healthcare providers in the NHS. One aspect of this diversity is 
ethnicity. Whilst there is a body of evidence on how ethnicity influences 
therapeutic work with clients, there is little evidence of how it might impact 
upon teams and services within which people from minority cultures work.
The study aimed to explore clinical psychology supervisors’ experiences and 
perspectives of the impact that trainees from ethnic minority groups have on 
teams and services. Open ended questionnaires were sent out to clinical 
psychology supervisors working in one urban Mental Health Trust in London. 
The responses were analysed using content analysis.
The results suggested that ethnicity-specific issues were not considered when 
integrating ethnic minority trainees in to teams and services. Participants 
acknowledged the benefits, challenges and impacts of having trainees and 
psychologists from ethnic minority groups on teams and services, and 
reflected on how it felt to explore issues of ethnicity. The implications of the 
findings for clinical psychology supervisors and the limitations of the study 
are discussed.
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Background and Rationale
The UK is becoming an increasingly diverse nation. 1 in 8 (6.4 million) people 
in England come from an ethnic minority (EM) group (www.statistics.gov.uk). 
The UK 2001 Census reports a 53% rise in EM groups between 1991 and 
2001, making people from EM groups an integral part of British society today.
Within this context comes an acknowledgement that health professionals must 
meet the needs of this diverse population. There is a body of evidence relating 
to the need for the provision of equitable services for EM groups (Inside 
Outside, 2003) in terms of access to psychological therapies, culturally 
sensitive treatment (Williams et a l, 2004), treatment adherence (Roderiguez- 
Gomez & Sallos-Serrano, 2006) and more inclusive community models of 
care (Fouad & Arredondo, 2006). Cohen et a l, (2002) proposed four reasons 
for attaining greater diversity in healthcare professionals: advancing cultural 
competency, increasing high quality access to healthcare, strengthening the 
research agenda and ensuring the workforce is representative of the population 
it serves.
Research on EM representation amongst healthcare professionals suggests that 
cultural competency and care of underserved populations are important 
considerations. Barrio et a l, (2003) found that EM people with diagnosable
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disorders were less likely to use mental health services than people from the 
majority culture. People from EM groups are less likely to receive quality 
mental health care compared to the majority culture (Melfi et a l, 2000); 
clients tend to choose healthcare providers who are the same ethnicity as 
themselves (Saha et a l, 2000) and racial concordance between client and 
professional is directly associated with increased patient satisfaction (Saha et 
al, 1999).
The need for diversity amongst healthcare providers has been highlighted with 
regards to new government policies. The Department of Health (DoH) 
commissioned Inside Outside (2003) to discuss the improvement of mental 
health services for EM groups. It recommended that organisations develop 
and implement strategies to enable to recruitment, retention and promotion of 
diverse and culturally competent staff. The NHS Plan (2000) cited equality 
and diversity as one of its key principles. This has implications for the clinical 
psychology profession with regards to recruitment and training. There has 
been a drive amongst PsychD training courses to actively promote applicants 
from EM groups. In the last year, the number of non White British applicants 
has risen from 21% in 2005 to 29% in 2006. Furthermore, the number of 
successful applicants from non White British backgrounds has risen from 19% 
in 2005 to 21% in 2006 (www.leeds.ac.uk, 2005, 2006 statistics).
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As a result, teams and services are increasingly working alongside trainees 
from EM groups. Research suggests that a person’s ethnicity might influence 
how they deflne their thinking and practice in terms of their work and cultural 
identities (Luijters et a l, 2006). People from different cultures tend to have 
different norms for inter-personal space and body and facial animation 
(Hwang, 2006); different communication styles (Lee, 1997) and different use 
of language and silence (Kim, 2002). Whilst these factors have been 
researched with regards to therapeutic work with clients (Hwang, 2006), there 
is little research about how these cultural factors might impact upon teams and 
services within which people from minority cultures work. This is especially 
significant given the wealth of literature in the nursing sector exploring high 
attrition rates from EM students and barriers affecting retention of EM 
professionals (Seago & Spetz, 2005). These barriers include feelings of 
loneliness, alienation and isolation, discrimination and peers’ lack of 
understanding and knowledge about cultural differences (Gardener, 2005a). 
Clinical Psychologists supervising trainees (supervisors) are ideally placed to 
comment on how a trainee’s cultural background might impact upon the teams 
and services in which they work because they work closely with trainees and 
are involved in service delivery and team management.
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Study Aims
The present study seeks to explore supervisors’ experiences and perspectives 
of the impact that EM trainees (EMT) have on teams and services, including 
the:
• Benefits and challenges of having an EMT in the team.
• Considerations made when integrating an EMT in to the team.
• Impact of EM trainees and psychologists on teams and services.
Method
Participants
Participants were recruited using a University list of supervisors from an urban 
Mental Health (MH) Trust in London. 39 out of 89 supervisors responded 
(49% response rate). 77% of respondents were between the ages of 30-49 
years and 66.67% described themselves as White British. 51% of respondents 
had experience of supervising EMTs. The teams that respondents worked in 
consisted on average of 14 people (range 6-40 people), out of which an
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average of 6 people belonged to EM groups (range 1-35 people). Appendix 3 
shows a breakdown of participant demographics.
Questionnaire
A brief open ended questionnaire was developed to investigate the 
perspectives of supervisors on the impact of EMTs on services. Due to the 
exploratory nature of the research, open ended questions were used to allow 
for a wide range of responses and to give respondents the opportunity to talk 
about what was most pertinent to them. This questionnaire was piloted on 5 
clinical psychologists who assessed that the questions asked were relevant and 
acceptable and felt that no changes needed to be made.
The final questionnaire (Appendix 1) covered the following issues: 1) Issues 
teams consider when working with EMTs; 2) Ways in which teams make 
cultural considerations for EMTs; 3) Benefits of having EMTs in teams; 4) 
Challenges of having EMTs in teams; 5) Impact of working with an EM 
psychologist on clients; 6) Impact of working with EM psychologists on 
services and 7) Reflections on how it felt to consider issues of ethnicity. This 
was added to the questionnaire due to the sensitive nature of the topic. 
Demographic information on age, gender, ethnicity, years qualified, number of
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EMTs supervised, team size and proportion of EM professionals within the 
team were also collected.
Procedure
The questionnaires were sent to supervisors in a London MH Trust by email 
and by post asking them to return the completed questionnaire to the course 
administrator / researchers by email or post (Appendix 2).
This study was part of a larger study on the implications of ethnicity for 
clinical psychology. Another trainee in the cohort was investigating the 
challenges of supervising EMTs. The questionnaire that was sent to 
participants included questions for both service related research projects 
(SRRPs).
Method of Analvsis
Data was analysed using the guide to thematic approach recommended by 
Braun and Clarke (2006). This allowed the capture of important themes in the 
data in relation to the research questions and the representation of a level of
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‘patterned’ response within the data. Themes were identified at a semantic 
level using an inductive approach to strongly link them to the raw data, and 
analyses progressed from ‘description’ to ‘interpretation’ (Patton, 1990), by 
reading the data numerous times and marking initial ideas for coding. Initial 
codes were then manually generated in a semantic fashion across the data set. 
Codes refer to ‘the most basic segment or element of the raw data...that can be 
assessed in a meaningful way regarding the phenomenon’ (Boyatzis, 1998). 
Codes were collated in to potential themes and then checked in relation to the 
codes and the entire data set. Themes were named and defined which required 
ongoing analyses at the codes and dataset levels to generate clear definitions. 
Finally vivid extracts were selected to bring the themes and sub-themes to life.
Results
The analysis suggested that issues of ethnicity were not considered when 
integrating EMTs in teams and services. Participants acknowledged the 
benefits, challenges and impacts of having EMTs and EM psychologists for 
teams and services and reflected on how it felt to explore issues of ethnicity. 
These themes will be discussed with reference to sub-themes that were 
generated from the data (Appendix 4). Respondents’ reflections of how t felt 
to consider issues of ethnicity are discussed in Appendix 5.
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Theme 1 : Issues of ethnicity not considered
When thinking about specific issues teams consider when working with an 
EMT, three sub-themes emerged: ‘Everyone is the same’, ‘NHS diversity 
historical’ and ‘Personality and individual differences of trainees are more 
important than ethnic background’.
• Everyone is the same
61% of respondents felt that teams do not make ethnically specific 
considerations when working with an EMT and that it should not be a 
consideration in the interest of treating everyone equally.
The team tries to make all trainees welcome and comfortable regardless o f  
ethnicity. (P4)
We all share an essential humanness. (P32)
• NHS Diversity Historical
33% of respondents felt that ethnic considerations for EMTs are not an issue
because of the existing diversity in their teams.
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I  have worked in my team for 10 years and 6/12 o f the team members belong 
to minority ethnic groups. I  am not aware o f any particular issues that we 
consider especially. (P7)
• Personality and Individual Differences are More Important than 
Ethnic Background
38% of respondents felt that a person’s ethnicity should not be privileged and 
other diversity issues such as age, gender and sexuality should also be 
acknowledged. Participants felt that ethnicity differences should not be 
privileged over personality and individual differences and that all diversity 
should be privileged equally.
Competence and being a team player is more important than ethnicity. Other 
issues such as sexuality, age, gender may be just as important. (PI 4)
Everyone is an individual and should be treated as such, grouping people like 
this isn ’t really respectful. (P23)
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Theme 2: Benefits of EM Trainee and Psychologist
When discussing the benefits of having an EM trainee/ psychologist in the 
team, three sub-themes emerged: ‘Increases diversity in teams and service’, 
‘Learning for other team members’ and ‘Reflect the local population they 
serve’.
• Increases Diversity in Teams and Services
38% of respondents felt that the benefits of an EM trainee/ psychologist Avas 
increasing diversity within teams.
New ideas, new cultural influences and greater diversity within the team. 
0%8)
It gives the team a choice. There are times when an answer to a question 
regarding ethnicity can only be provided from someone who is in a similar/ 
same background, so in that sense the team is endowed. (P7)
It was also acknowledged that this diversity is lacking in the psychology 
profession.
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There are far more doctors (especially psychiatrists) and nurses from ethnic 
minorities than there are psychologists. (PI6)
• Learning for Other Team Members
64% of respondents felt that the benefits to having an EM trainee/ 
psychologist in the team are that other team members can learn about a new 
culture.
Allows others to learn about their culture, breeding tolerance and ability to 
overlook differences. (PIO)
You expose team members to a different culture and broaden their horizons. 
(P19)
• Reflecting the Local Population
69% of respondents thought that a benefit to having an EM trainee/ 
psychologist in the team was the enhancement of clinical work the team does 
with clients if the psychologist and client share the same ethnic background, in 
terms of engagement and therapeutic intervention.
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Another language is useful, also some ethnic minority clients may feel more 
comfortable with someone from the same ethnicity. (P9)
Working with a client which is from the same ethnic minority o f the clinical 
psychologist might make things a lot easier and prevent confusion. (PI 9)
Clients from ethnic minorities might feel more understood and listened to. 
(P24)
Theme 3: Challenges of EMT in Team
Two sub-themes emerged when discussing the challenges of having EMTs in 
teams: ‘Client prejudice’ and ‘Team dynamics’.
• Client Prejudice
36% of respondents felt that clients prejudice was a barrier for teams working 
with an EMT.
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In older clients people may have a prejudice about working with someone who 
isn Y White British. This used to be more common but is still found. (PI 4)
May lead to clients being uncomfortable to use the services because o f  
cultural/bigoted ideas. (PIO)
It was also acknowledged that client prejudice can arise from a client who is of 
the same ethnicity as the trainee.
Ethnic minority clients may come from a small community and might not want 
to be seen by someone o f that community. (PI)
• Team Dynamics
31% of respondents reflected on how trainees’ ethnicity might pose challenges 
for the dynamics of the team in terms of accommodating practical issues.
Trainee may have special needs, e.g. food requirements, quite place to pray, 
may be unable to work or travel on certain days. (PIO)
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Participants acknowledged that it was difficult to facilitate integration into the 
team whilst accommodating difference.
The challenge is fitting in with their need for difference. (P2)
Cultural differences in making decisions, in leadership style might influence 
the ease with which the team interact. (P I9)
Inability to become an active team member because o f different expectation/ 
sense o f humour/ home expectations. (PI 2)
Theme 4: Impact of EM Psychologists on Services
Two sub-themes emerged when thinking about the impact of EM 
psychologists on services: ‘Access’ and ‘Lack of knowledge’.
• Access
51% of respondents felt that having an EM psychologist in the team would 
make the service more accessible to underserved communities.
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I  think it is important the teams reflect the local population: have an ethnically 
diverse staff is important i f  we are able to provide services to all groups that 
can benefit. (PI9)
• Lack o f Knowledge
8% of respondents highlighted a need for more knowledge in this area.
We do need to explore further what services are most beneficial/ accessible/ 
acceptable to different BME groups. (P25).
Discussion
The findings suggest that teams currently do not make ethnicity-specific 
considerations with EMTs, because they feel it is not necessary due to the 
existing diversity within their teams. The results also show that ethnicity 
specific issues are not considered because other diversity factors play a more 
or equally important role. There is some support for this regarding gender and 
age (Gorter et al, 2006), but there is no evidence to support their priority over 
ethnicity. Some of the factors supervisors considered such as leadership style, 
assertiveness and team integration are inevitably influenced by ethnicity (Lee,
1997; Hwang, 2006). However this connection was not made by supervisors.
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One of the reasons for this could be the existing team diversity, or it could 
reflect a training need of how subtle ethnicity dynamics can influence 
teamwork (Markey & Tilki, 2007) as it does therapeutic work (Hwang, 2006).
Many supervisors felt that ethnicity should not be a point of distinction. This 
could be because ethnicity issues are already prevalent in a diverse team but 
could also reflect a ‘colour blind’ approach in the interest of fair treatment 
(Iwamasa et a l, 2002). Research warns against adopting this view because 
many EM people believe that their ethnicity is an important part of who they 
are (Iwamasa et a l , 2002) and ethnicity has been found to influence a person’s 
thinking and practice (Luijters et a l , 2006). Supervisors’ reflections revealed 
frustration at having to consider these issues at all (see Appendix 5). This 
could highlight a need for supervisors to have the necessary tools to consider 
the impact of a trainees ethnicity without feeling the taboos of ethnic 
stereotyping or the caution of political correctness; particularly as research 
into high nursing attrition rates amongst EMTs suggest that a consideration of 
ethnicity-specific issues is vital to the retention and success of EMTs 
(Gardener, 2005 a&b).
Supervisors recognise many benefits that EMTs bring to teams in terms of 
increasing diversity, providing additional learning experiences and potential 
advantages of ethnic matching between trainee and client. Support for these 
views are well documented (Hwang, 2006). Consistent with the literature (e.g. 
Seago & Spetz, 2005) supervisors acknowledged that EMTs faced challenges
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in terms of being on the receiving end of client prejudice and potential 
difficulties of integrating into the team culture if in the minority. Importantly 
none of the supervisors reported experiencing these challenges. Despite being 
able to identify potential challenges for EMTs, no solutions were offered. 
This could be a limitation of the questionnaire or highlight a training need for 
supervisors.
Many supervisors felt that an ethnically diverse team would serve to widen 
access to underserved communities; however they did not feel that this was 
profession specific. Supervisors acknowledged that ethnic diversity was 
lacking in the profession, especially compared to other healthcare professions. 
This view provides some support for recent government and university 
policies (Inside Outside, 2003).
Supervisors felt that further research is needed to investigate the impact of EM 
psychologists on clients and services. This view is reflected by the paucity of 
literature and points to further initiatives the University and NHS Trusts might 
undertake.
A limitation of the study is that the results only represent the views o 
supervisors in a multi-cultural London Trust. Further research could 
investigate supervisors’ views in other less multi-cultural rural Trusts.
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Additionally, this study only gives supervisors’ perspectives of the impact of 
EMTs on teams and services. EMTs’ viev^s would be needed to provide a 
complete picture -  an area of future research. The study only explored one 
aspect of diversity. Further research on the impact of other diversity issues 
such as age, gender and religion is required. There are also limitations with 
the study design. Supervisors’ views were sought through questionnaires 
using open-ended measures, which to some extent restricted a free flow of 
ideas and the richness of the data. An improved methodology would have 
been through the use of 1:1 interviews. However this approach was not used 
as the researcher is an EMT and it was felt that the questionnaire was a better 
was to elicit honest answers in this instance.
Given the recent increases in EMT numbers within PsychD courses, the 
findings suggest that further training on diversity amongst potential 
supervisors is warranted; particularly with regards to how ethnicity-specific 
issues might impact on the ways EMTs integrate with teams and services. 
Research within the nursing literature suggests that a lack of consideration for 
these issues can promote attrition and prevent retention. Therefore the clinical 
psychology profession needs to address these issues as other disciplines are 
trying to. This would equip supervisors to facilitate integration and 
acknowledge ethnic diversity within teams and services in a meaningful way.
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Appendix 1
Questionnaire
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. r  UNIVERSITY OF
Ethnicity and Clinical Psychology
Thank you for completing this questionnaire. All respondents will remain 
anonymous.
Part 1: Information About You
1. Gender: | | Male | | Female
2. Age (Please select as appropriate):
20 -  29 Years 
30 -  39 Years 
40 -  49 Years 
50 -  59 Years 
60 -  69 Years 
70 + Years
3. Ethnic origin:
4. What does the term ‘Ethnic Minority’ mean to you?
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5 a. Have you ever supervised a trainee who comes from an ethnic minority? 
Yes No
5b. If yes, please specify the number of trainees you have supervised who 
come from an ethnic minority:_____________________________
6a. Do you work in a team?
Yes No
6b. If yes, how many people are there in your team?
6c. How many members of your team come from an ethnic minority 
background?_____________________________________
7. How many years have you practised as a Chartered Clinical Psychologist in 
the NHS?____________________________
Part 2: Supervision
8. In which ways does a trainee’s ethnicity influence the way you organise 
their placement induction?
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9. In what ways can a trainee’s ethnicity influence the way they respond to 
stress?
10. In what ways can cultural issues affect the way in which a trainee would 
give feedback in supervision?
11. In what ways can cultural issues affect the way in which trainees respond 
to your feedback in supervision?
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12. What issues would you be particularly mindful of when supervising a 
minority ethnic trainee?
13. In which situations, if any, would you choose to implement specific 
training methods to train a minority ethnic trainee?
Part 3: Teams and Services
14. In your opinion, what are the issues that teams consider when working 
with a trainee from an ethnic minority?
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15 a. What are the benefits of having a trainee from an ethnic minority in the 
team?
15b. What are the challenges of having a trainee from an ethnic minority in the 
team?
16. In what ways do teams make cultural considerations for a trainee from an 
ethnic minority background?
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17a. What is the impact of working with a clinical psychologist from an 
ethnic minority on clients?
17b. What is the impact of working with a clinical psychologist from an ethnic 
minority on your service?
Part 4: Talking about Ethnicity and Clinical Psychology
18. Reflecting on the process of answering this questionnaire, how have you 
felt exploring these issues?
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Thank you for taking the time to complete this questionnaire.
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Appendix 2
Cover letter/ Email sent with questionnaire
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UNIVERSITY OF
Dear
We are two trainee clinical psychologists conducting a research project led by 
The University of Surrey. The study seeks to explore and understand clinical 
psychology supervisors’ experiences and perspectives of the impact that 
trainees from ethnic minorities have on supervision, teams and services.
Inside Outside (2003) commissioned by The Department of Health 
recommends organisations to develop and implement strategies to enable the 
recruitment and retention of culturally diverse clinical staff. With the number 
of European Union Member States and immigration rates rising, the 
proportion of ethnic minority groups in the UK is increasing. Professionals 
working within clinical psychology training recognise the paucity of 
successful applicants who come from ethnic minorities. With this in mind, 
there has been a recent drive within the Surrey Training Course to actively 
promote applicants from ethnic minority groups.
The training team at Surrey realise that having the opportunity to train 
individuals from a variety of ethnic backgrounds is likely to result in 
somewhat different routes in to training. This may give rise to new ways of 
working to respond to these changes, which will ultimately have an impact on 
the ways in which clinical psychology training is delivered. Your experiences 
and comments are valuable to help us evaluate this change.
All the information you provide will be anonymous and confidential. You 
will not be identified in any report, publication or research presentation.
We would be grateful if you could complete the enclosed questionnaire by 
Monday 1 1 June 2007. For your convenience, we have also posted you a 
copy of the questionnaire. Please could you return the completed 
questionnaire either by email to:
Pb00004@surrev.ac.uk
Or by post to:
P.Barua & S.Sunak, C /0 Charlotte King, Clinical Course Administrator, 
Department of Psychology, University of Surrey, Guildford, GU2 7XH.
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Please do not hesitate to contact Payai Barua (P.Barua@surrev.ac.uk') or 
Sanjay Sunak (S.Sunak@surrev.ac.uk) if you have any questions or queries.
Thank you very much for your time.
Kind Regards,
Payai Barua & Sanjay Sunak 
Clinical Psychology Trainees 
University of Surrey.
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Appendix 3 
Participant Demographics
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N(% )
Gender Male 13 (33%)
Female 26 (67%)
Age (years) 20-29 3(8%)
30-39 12(31%)
40-49 18(46%)
50-59 6 (15%)
Ethnicity White British 26 (66.67%)
White Other 7 (17.79%)
White Irish 2(5.13%)
Asian Indian 1 (2.56%)
Asian 1 (2.56%)
Bangladeshi 1 (2.56%)
Asian Mixed 
Missing data
1 (2.56%)
Experience of supervising EMT Yes 20 (51%)
No 19 (49%)
Years qualified 11.95
Range 2-33 years
Average team size 14
Range 6-40 people
Average people in team from EM 6
Range 1-35 people
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Appendix 4
Themes, Sub-themes and Frequencies Generated by
the Data
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Themes Sub-Themes Frequency
N(% )
Issues of ethnicity not Everyone is the same 24 (61%)
considered NHS Diversity Historical 13 (33%)
Personality and individual differences 
of the trainee are more important than 
ethnic background
15 (38%)
Benefits of EM trainee Increases diversity in teams and 15 (38%)
and psychologist services
Learning for other team members from 
experience
25 (64%)
Reflect the local population they serve 27 (69%)
Challenges of EMT in Client prejudice 14 (36%)
team Team dynamics 12(31%)
Impact of EM Access 20 (51%)
psychologist on services Lack of knowledge 3(8%)
Reflections Ambivalent 10 (26%)
Negative 13 (33%)
Positive 9 (23%)
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Appendix 5
Respondents’ Reflections on how it felt to Consider 
Ethnicity Specific Issues
185
Volume I URN 6015778
Reflections
Three sub-themes emerged when supervisors reflected on how it felt to 
explore issues of ethnicity: Ambivalence, Negative and Positive.
• Ambivalence
25.6% of respondents did not feel strongly about considering ethnicity issues. 
These were reflected by the length and content of their written answers.
Fmg (P26)
Nothing different (P30)
• Negative
33.3% of the respondents had negative reactions to exploring ethnicity specific 
issues with regards to EMTs.
Irritated, angered and surprised by the feelings it generates -  often a sense o f  
political correctness gone mad. Surely professional behaviour o f acceptance 
bridges the gap? (P2)
A BIT ANNOYED THAT YOU ARE MAKING A BIG DEAL OF THE 
ETHNIC MINORITY’ ISSUE. WHY IS THIS ISSUE BEING BLOWN OUT?
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PEOPLE SHOULD MAKE A PLACE FOR THEMSELVES BY VIRTUE OF 
THEIR MERITS AND NOT BY VIRTUE OF THEIR ETHNICITY! (P4)
Having to explore the negatives, Ifelt a bit uncomfortable -  as i f  I  was being a 
bigot myself (P10)
• Positive
23.1% of respondents felt that it was a positive, thought provoking and useful 
experience to consider ethnicity issues.
Useful to step back and think about ethnic minority issues (P5)
I  do not think about these things enough, that how individuals might engage 
with their own ethnicity is important, rather than simply thinking about a 
category. (P6)
A good idea these issues are being raised. My experience o f clinical 
psychology is that i t’s White British dominated and female dominated..and 
addressing this can only be a good think given the communities we work with. 
(P13).
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Appendix 6;
Evidence of Feedback of SRRP to Service
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Abstract
Rationale: The prevalence of older South Asian people living in the UK and 
caring for a family member with dementia is rising. Literature on the effects 
of caregiving on carers suggests that caregiving is a complex role that impacts 
upon the physical, emotional and financial well-being of carers. Yet South 
Asian carers typically underutilise services and express a preference for care 
within the family. Little is known about the impact of caring for a loved one 
with dementia on South Asian families. This thesis presents a qualitative 
study exploring the experiences of caring for a loved one with dementia in 
South Asian families.
Method: Using semi-structured interviews, the study explored the experiences 
of three wife and daughter/in-law dyads and one wife who currently care for a 
husband/father/father-in-law with dementia.
Results: Interpretative Phenomenological Analysis of the data revealed three 
main themes: Loss, Organising Family Processes and Empowerment and 
Validation. The experiences within these themes highlighted the challenges of 
caregiving, the coping strategies of the families and the rewards arising out of 
participants’ caregiving experiences.
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Conclusion: It is suggested that professionals working with South Asian 
carers living in joint families should consider the impact of caregiving on all 
family members, help carers to address loss and work collaboratively with 
carers to evaluate both the burdens and satisfactions of caregiving to foster 
carer well-being and resilience.
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1.0 Introduction
1.1 Overview
This chapter introduces the need for research about the experiences of South 
Asian (SA) carers caring for a loved one with dementia as highlighted by 
government legislation. It goes on to discuss how this legislation has shaped 
research about the experiences of SA carers and highlights the underutilisation 
of services by SA groups. The importance of conducting research about 
carers’ experiences is explored through the evidence about the impact of 
caregiving on carers and the evidence gap with regard to SA carers is 
highlighted. The value of exploring ethnicity is explored through discussing 
the evidence base about the interactions between ethnicity and caregiving 
responses. However, it is argued that a cultural perspective on caregiving 
should not be limited to ethnicity but should include the culture and scripts of 
family systems in order to build a systemic perspective of caregiving. It is 
argued that caregiving is a relational experience that is poorly understood 
through the application of individual models. South Asian tendencies to live in 
unique joint family structures make an exploration of systemic theory vital in 
order to fulfil the gaps in research highlighted by government policies. As 
such, theoretical literature on family lifecycles, scripts and communication are 
explored and discussed with reference to previous findings. The gaps in the 
literature are outlined and information is drawn together in order to present the 
rationale for the current study.
193
Volume I URN 6015778
1.2 Legislation and Ethnicity
The SA population is an established and growing section of society in Britain 
comprising of Indians, Pakistanis, Bangladeshis and Sri Lankans and make up 
one of the largest ethnic minority (EM) groups in this country 
(www.statistics.gov.uk, 2001). Within EM groups, 15,000 people are affected 
by dementia - a figure predicted to rise sharply in the next thirty years (DoH, 
2009). Many of these are SA people and decisions around their care often 
involve their spouses and children. Consequently there will be an increased 
demand on SA carers as this population ages (Karlsen & Blanchard, 2002). 
The majority of the cost (financial and emotional) of caring for someone with 
dementia in the community is borne by the family (Pickard et a l, 2000) who 
provide eight times more informal care than formal care (Wimo et al, 2002) 
and play vital roles in helping a loved one to successfully deal with dementia 
(Clare & Shakespeare, 2004).
Government policies such as Delivering Race Equality in Mental Health Care 
(DoH, 2005) and Inside Outside (DoH, 2003), stress the need for mental 
health services to build stronger links with ethnically diverse communities 
because evidence suggests that caring for a loved one with dementia is a 
highly stressful experience associated with physical and psychological 
deterioration in carers (Belmin, 2003; Vellone et a l, 2002). They advocate
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using research to improve knowledge of ethnicity in the interests of greater 
dissemination of information to make mental health services more effective. 
The Dementia Strategy (DoH, 2009) recognises that family is the most 
important resource for people with dementia. It identifies a ‘New Deal for 
Carers’ as a priority for service delivery. This recommends that carers should 
receive assessments in their own right and within their caregiving roles in 
order to have better support from health and social care services. However, 
there is a paucity of information regarding the experiences and needs of carers 
from EM groups (Merrell et ah, 2006) especially with regard to the informal 
care of an older relative (Adamson & Donovan, 2005) because SA carers often 
underutilise services (Merrell et a l, 2005).
Reasons for this underutilisation include language barriers (Blofeld, 2004), 
lack of an awareness of services available (Merrell et a l, 2005), a belief that 
family action should solve dementia-related difficulties (La Fountaine et al,
2007), stigma from within and outside the family (Jewson et a l , 2003), lack of 
awareness about the symptoms and causes of dementia resulting in 
normalising symptoms as explanations of old age (Adamson, 2001), and 
valuing culturally influenced interventions such as folk remedies (Rao, 2006). 
Underutilisation of services by SA carers has also been attributed to the 
structure and attitudes of services. A view amongst service providers that SA 
people look after their own has led to inadequate service provision (Jewson et 
al, 2003). Furthermore hospital wards have been experienced by SAs as
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culturally inappropriate because of an inability to meet cultural and religious 
dietary requirements and a lack of provision to accommodate religious fasting 
practices (Merrell et al, 2005).
1.3 The Effects of Caregiving on Carers
Examining the evidence base with regards to the effects of caregiving on 
carers, the literature demarcates ‘caregiver burden’ and ‘caregiver satisfaction’ 
and the implications these factors have for carers, care recipients and services. 
Some literature positions caregiver burdens and satisfactions as two sides of 
the same coin with increase in caregiver satisfaction associated with a 
decrease in caregiver burden (Cohen et a l, 2002). However, research has 
demonstrated that positive and negative appraisals of caregiving are 
independent of each other (Rapp & Chao, 2000) and that carer satisfaction 
exists independently of stressful aspects of caregiving (Lopez et a l, 2005). 
This research asserts that both caregiver burden and satisfaction need to be 
fully explored as this has implications for the interventions offered to enhance 
carer wellbeing and the quality of life for care recipients (Bullock, 2004).
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1.3.1 Caregiver Burden
Research in this area is based on the ‘stress and coping’ theoretical framework 
(Lazarus & Folkman, 1984). Stress is conceptualised as a relationship between 
the person and their environment. The person experiences stress when they 
appraise the demands from their environment as exceeding their resources 
therefore threatening their wellbeing. Caregiver variables such as age, gender, 
employment status, relationship to the care recipient and ethnicity affect each 
part of the stress process (Hilgeman et a l, 2009). Literature applying this 
model in a clinical context concedes that caring for a loved one with dementia 
is stressful (Goodman, 2002), the burden is primarily experienced by spouses 
(Hem et a l, 2004) and caregivers of people with dementia experience a 
disproportionately higher level of burden (Farran & Loukissa, 2004). This is 
partly because caregiving is associated with high levels of grief (Sanders et a l ,
2008). Disease progression can last from 3-20 years (Alzheimer’s 
Association, 2004), making the carers’ experience of burden and grief 
reactions chronic and different from anticipatory grief experienced by carers 
of chronically ill people (Marwit & Meuser, 2005). Caregiver burden 
negatively affects carers socially (Searson et a l, 2008), psychologically 
(Sanders et a l, 2008), physically (Kolanowski et a l, 2004) and financially 
(Angel et a l, 2007). Factors associated with increased caregiver burden in SA 
carers are levels of perceived emotional support, personal characteristics of 
carers, relationship with the client, carers’ perceptions of the client’s
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difficulties, clients’ lack of insight and clients’ mood and behavioural 
disturbances (Shaji et a l, 2003, La Fountaine et a l, 2007).
This research has informed interventions that promote carers’ wellbeing by 
alleviating caregiver burden. Interventions include the provision of respite care 
(Hoskins et a l, 2005) and psychosocial interventions such as counselling and 
skills training (Sorensen et al, 2002). However, due to the underutilisation of 
services by SA carers, there is little practical advice on what types of 
culturally appropriate interventions would alleviate the negative impacts of 
caring.
1.3.2. Caregiver Satisfaction
In contrast to the idea of the ‘burden’ of care, researchers have begun to ask 
why some carers cope better than others (Morris et a l, 2005). This research 
results from concerns that the literature’s preoccupation with burdens in 
caregiving “empowers the problem and disempowers the person” (Graber & 
Nice, 1991, p.3). This is important given that many carers of people with 
dementia maintain their quality of life without specific intervention (Heru & 
Ryan, 2006). Literature based on the stress-vulnerability model and reasons 
for underutilisation of services by SA carers has socially constructed a 
caregiver identity based on the hardships and disadvantage. This identity often
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leads service providers to approach this population with an aspect of pity -  the 
very thing undesired by carers (Paun, 2003) as this immediately puts them in a 
one down position in their interactions with service providers.
Kramer (1997) identified four reasons to investigate positive aspects of 
caregiving: carers frequently report that this is something they want to talk 
about; understanding the positive aspects may provide clinicians and services 
with an understanding of how to engage and work effectively with carers; 
positive aspects of caregiving may determine the quality of care provided to 
older adults, therefore providing a greater insight into why carers access 
services when they do; and focusing on these experiences can generate 
information to enhance theories of carer adaptation and psychological well 
being. Perry’s (2002) and Paun’s (2003) studies of older Caucasian women 
caring for spouses with dementia revealed an increased feeling of pride with 
their abilities to meet challenges and cope with stress. Other positive factors 
associated with caregiving included acquiring an improved sense of self 
worth, a greater closeness in their relationships and the acquisitions of new 
skills. Hem and Ryan (2006) found that caregivers continued to report higher 
levels of reward than burden in the presence of deteriorating care recipient 
functioning at a year follow up, suggesting that caregiving can be a rewarding 
role.
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Searson et al, (2008) argue that focusing on caregiver satisfaction leads to 
more effective interventions that provide carers with coping skills and 
resources in their caregiver role rather than providing the carer with a break 
from this role through interventions like respite.
The idea of ‘burdens’ and ‘satisfactions’ still do not explain what determines 
whether caregiving is a stressful and/or satisfying experience. These ideas are 
based on models of individual functioning and do not consider wider cultural 
factors such as ethnicity and how it impacts upon individuals’ appraisals of 
stress or resilience. This is important because ethnicity interacts with 
appraisals of caregiving experiences.
1.4 Ethnicitv and caregiving
Understanding cultural differences in caregiving is crucial in enabling 
professionals to provide culture congruent care (Leininger & McFarland, 
2002). The impact of ethnicity on the appraisal of caregiving is a potentially 
important variable that is missing from the stress and coping model (Hilgeman 
et a/., 2009) and from individual resilience models. Researchers have stressed 
the need to explore ethnic differences in caregiving (Pinquart & Sorensen, 
2005).
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Evidence suggests that ethnicity has a substantial impact on the caregiving 
experience. Caucasian carers report greater depression and appraise caregiving 
as more stressful than Black carers (Janevic et #7,2001). In contrast, 
caregivers from ethnic minority groups tend to use more positive coping 
strategies such as positively reframing their circumstances (Wood & Parham, 
1990) and draw more heavily on religious beliefs (Roff et a l, 2004). It is 
possible that this frame results in carers from ethnic minority groups providing 
higher intensity care, a greater volume of informal care, drawing more heavily 
on informal sources of support and using less formal support than carers from 
majority groups (Navie-Wallisser et a l, 2001; Knight et a l, 2000; Pinquart & 
Sorensen, 2005; Miller & Guo, 2000). Carers from ethnic minority groups are 
more likely to normalise cognitive symptoms of dementia as part of the aging 
process, fear stigmatisation from their communities (especially Asian carers), 
experience tensions around integrating their culture with the majority culture 
with regard to decisions around utilising services and are more likely to view 
caregiving as a natural course of life compared with carers from majority 
groups (Adamson & Donovan, 2005; Feeney Mahoney et a l, 2005).
Relating these findings to the stress-coping model, literature suggests that 
ethnic minority groups may vary in the perceived intensity of stressors, 
availability of resources, and the use of coping strategies which consequently 
impact on the care recipient’s quality of care (Hilgeman et al, 2009). There is 
a paucity of research about resilience factors in SA carers which might make
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caregiving a rewarding experience. It becomes clear that culture provides a 
lens through which carers appraise their caregiving experiences.
However, culture is not just limited to ethnicity but includes the family culture 
within which carers live, especially as many SAs have a tendency to live in 
joint families. Research stresses that attention to families is necessary for the 
appropriate care of service users (Berman & Heru, 2005). The limitations of 
models explaining individual experiences of caregiving fail to take into 
account that caregiving is fundamentally a relational experience between 
individuals. Satir (1995) highlights how any observable outcome of human 
behaviour is the product of the relationship between a series of variables. The 
evidence base on the impact of caregiving on carers and the impact of 
ethnicity on caregiving takes a linear cause and effect stance, i.e. someone 
from ethnicity x is likely to react like y  or carers are likely to suffer from x 
because of_y. This is too simplistic a way of engaging with the complexities of 
caregiving because it does not take into account the series of interacting 
processes that create the experience of caregiving for carers who live in 
families. Therefore when considering why SA carers underutilise services, or 
what they consider to be the burdens or rewards of their caregiving roles, it is 
vital to explore caregiving within a systemic context.
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1.5 The Importance Of A Systemic Perspective
Systems theory posits that changes experienced by one family member have 
consequences for the entire family system. Dementia has a disorganising 
influence on family roles and boundaries as changes in a patient’s functional 
abilities require a reallocation of roles and responsibilities within the family 
system (Garwick et a l, 1994). This results from negotiations within the family 
system as a whole in response to each family member’s abilities and 
obligations at any point in time (Szinovacz & Davey, 2007).
The Family Adjustment and Adaptation Response (FAAR) Model (Patterson, 
1992) has been used to explain why some families experience lower burden 
and greater reward than others. It provides a framework to understand the 
family system’s efforts to maintain balanced functioning by using its 
capabilities (family resources and coping behaviours) to meet its demands 
(stressors and strains) resulting in some level of adaptation for the family 
system. Family demands are equivalent to risk factors associated with 
increased caregiver burden. Family capabilities are similar to resilience factors 
facilitating caregiver satisfaction. The effort to balance demands and 
capabilities are mediated by the meanings that families give to events. Factors 
affecting family resilience include a positive outlook, spirituality, family 
cohesion, flexibility of roles, family communication, financial management.
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family time, shared recreation, routines and rituals and individual, familial and 
community support networks (Black & Lobo, 2008). Integrating this model 
with the stress coping model shows resilience factors can influence the ways 
in which carers appraise themselves in relation to their environment resulting 
in less stress and better coping. Yet little attention has been given to resilience 
factors in SA families caring for a loved one with dementia and how this 
relates to their help seeking strategies from services.
Studies investigating the experience of carers within families have been 
criticised for grouping carers together without specifying differences between 
spouses and children (Searson et al, 2008). Studies exploring experiences of 
carers from EM communities have advocated expanding the focus beyond 
primary carers to include other members of the family system in order to 
capture the diversity of the caregiving experience (Janevic et a l, 2001). This 
is particularly important for SA carers living in joint families where 
individuals are likely to undertake a variety of roles including parent, child, 
spouse, carer and paid worker.
The Family Life Cycle (Dallos & Draper, 2005), Script theory (Byng-Hall, 
1985) and The Satir Growth Model (Satir et al, 1991) are psychological 
theories that can be used to understand the way in which families manage
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transitions in family life allowing for the system’s ability to balance its 
demands and capabilities the FAAR model discusses.
1.5.1 Psychological Theories o f Managing Transitions in Families
The Family Life Cycle (FLC) describes emotional and intellectual stages one 
passes through from childhood to old age as a family member (Dallos & 
Draper, 2005). The ‘Launching’ stage is about launching adult children; 
transitions at this stage include a renegotiation of the marital system as a 
couple rather than parents, the development of adult to adult relationships with 
children and dealing with the declining health of parents. FLC theory suggests 
that adaptive transitioning at each stage may prevent stress and emotional 
distress. Skills at an earlier stage not mastered before moving to the next stage 
are likely to result in difficulties with relationships and future transitions. The 
stress of coping with dementia can create crises that disrupt the FLC 
(McGoldrick, 1992). Script Theory (Byng-Hall, 1985) can be used to explain 
the way in which family members respond to disruptions in their FLC.
Script Theory (Byng-Hall, 1985) gives meanings to patterns of interactions in 
family decision making. Byng-Hall uses the idea of a family script as a 
metaphor to describe how individuals in families do things. Every script 
originates in each parent’s family of origin and is blended in with their current
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family to create a new plot that is a blend of replicative or corrective scripts 
from their family of origin. Family scripts allow for greater family efficiency 
as they provide guidance for action with little need for repeated negotiation 
between family members. They also provide families with a blueprint for how 
they do things, thus creating family stability. Dementia has a disrupting impact 
on family stability. Byng-Hall (1985) argues that to manage the FLC 
transitions and disruptions, families need improvised scripts. These are new 
ways of operating and are not rehearsed as they have not previously been 
required. Families use these scripts to explore new possibilities and options, 
however, to do this each family member must feel sufficiently secure within 
the family system.
In order to create effective improvised scripts in response to a disruption to 
family life, the Satir Growth Model (Satir, 1991) argues that families need to 
communicate with each other using adaptive communication styles that 
promote conflict resolution. She calls this ‘Levelling’. Satir argues that 
levelling allows family members to adopt a solution focused approach to 
disruptions and can reinforce new ways of coping -  thereby facilitating 
personal growth; thus allowing for caregiving to be rewarding in spite of the 
challenges posed to the family.
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There has been no research into the improvised scripts of SA families which 
help them cope with disruptive transitions in their families caused by caring 
for a loved one with dementia.
1.5.2 Cultural Considerations when Applying Psychological Theories to SA 
Families
The concept of family and family functioning evolved from Western models 
of family, and many aspects of these models are not automatically applicable 
to Asian families. They have different worldviews and ideas of self compared 
to Western families, leading to different family organisation (Nath & Craig, 
1999), indicating a need for cultural factors to be included in systemic 
thinking. Literature on practicing family therapy with SA families (Nath & 
Craig, 1999; Rastogi, 2007) has highlighted four key cultural considerations to 
be mindful of when applying psychological theories to SA families.
South Asians subscribe to a collectivitist family view as opposed to 
individualist views favoured by Western cultures. A ‘healthy’ Western family 
provides the conditions for individual members to leave home and be 
independent. In contrast, a ‘healthy’ Asian family provides conditions for 
members to gain a familial identity that allows them to function within 
relationships of the extended family (Nath & Craig, 1999) through living in
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extended families, exchanging resources and maintaining strong 
intergenerational ties (Rastogi, 2007). Therefore family members are 
socialised towards a collective orientation and individuals define themselves 
in context of their relationships with others -  a “familial self’ rather than an 
“individual self’ (Roland, 1988). Little is known about how caring for a loved 
one with dementia impacts upon SA families’ sense of collective identity and 
dependency.
This collectivist view of family means that many SAs live within joint family 
structures that comprise of a husband, wife and at least one of their children 
and their family. It can traditionally include an extended network of aunts, 
uncles, grandparents and cousins who are all involved in family decision 
making and share lifecycle transitions together. Western families tend to be 
organised along egalitarian principles which Asian families tend to sacrifice to 
maintain a cohesive family unit, where older family members have more 
authority than younger ones and men have more authority than women. The 
elevation of the marital bond in Western families is discouraged in Asian 
families in favour of parent-child relationships to prevent one dyad from 
becoming too powerful within the family (Nath & Craig, 1999). As people age 
they gain more power within the family as all members “respect the wisdom 
of their elders” (Rastogi, 2007). When SA families migrate they continue to 
maintain close ties with their extended families (Segal, 1991). South Asian 
immigrants living in a Western culture can find it challenging to integrate
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various family members’ needs into the joint family as each member tries to 
adapt to integrate two cultures (Rastogi, 2007). Little is known about how the 
experience of caring for a loved one with dementia affects the hierarchies and 
relationships within the joint family structure.
Cultural trends towards nuclear families and egalitarian beliefs in the UK 
means that family hierarchies may have been weakened, particularly as older 
SAs have immigrated to this country and have had children who are bom and 
brought up in the UK. Khan & Pillay (2003) discuss how cultural norms may 
differ between generations of SAs who were bom in the UK and those who 
were not. They highlight the effects of statutory education, speaking the 
dominant language and better knowledge of services available, as possible 
factors which might influence second and third generation SA’s experiences of 
caregiving. Furthermore, in the UK, immigration legislation, increased 
mobility and relocation, housing availability, challenges to marriage traditions, 
reduced family size, increased female employment and changing expectations 
have all played a part in changing the SA extended family stmctures 
(Katbamna et a l, 2002). This means that family traditions and expectations of 
care would inevitably change too (Merrell et a l, 2005). This is challenging for 
the older generation of SA migrants who were raised in families where 
couples rarely spent time alone and companionship came from family 
members of similar genders (Nath & Craig, 1999). The effects of Westem 
cultural trends may also mean coming to terms with not occupying the central
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role in the family that as their previous elders had. Rastogi (2007) highlights 
how these multiple transitions result in SAs struggling to balance the need for 
familial connectedness and interdependence in their roles as parents, family 
elders, spouses and individuals. Some researchers have concluded that family 
support for older Asians is declining (Blakemore, 2000). Little is known 
about how carers from SA families navigate these challenges in their 
caregiving roles for a loved one with dementia.
Religious beliefs are a key component of meaning making in SA family life 
(Deshpande et a l, 2005). They influence treatment of members within joint 
families, provide a framework of thinking of others before the self, enable a 
cohesion of cultural identities in the face of the cultural trends described above 
and may provide a framework for understanding suffering and compassion. 
Hindus believe in reincarnation and do not view death as finality, therefore for 
many Hindus this belief might contribute to a reduced fear of death than in 
Westem cultures and influence decisions around end of life care (Deshpande 
et #7, 2005). This belief in reincarnation is linked to Hindu ideas around 
Karma, where one’s actions in this life affect what happens to them in the 
next. For many Hindus, suffering in this life may be connected to their ideas of 
a preordained faith from a past life as a result of Karmic Theory (McGoldrick 
et al, 2005) and can result in Hindu patients developing an accepting and 
seemingly passive attitude towards suffering (Deshpande et al, 2005). The
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influence of religious beliefs over the caregiver experience and appraisal when 
caring for a loved one with dementia has not been sufficiently explored.
In summary, government legislation highlights the need to explore the 
experiences of SA carers caring for a loved one with dementia. The evidence 
base suggests that caregiving has a significant physical, emotional and 
financial impact on carers. The effect of caring on carers is further influenced 
by ethnicity and the family cultural context. Yet there is a paucity of research 
about the resilience factors of SA carers and about how caring for a loved one 
is negotiated in SA families. The rising population of SA carers in the UK 
makes it vital to learn more about their experiences of caregiving.
1.6 Study Aims
This research presents a phenomenological analysis of the experiences of SA 
wives and daughters/daughters-in-law caring for a family member (i.e. 
husband and father or father-in-law) with dementia within a family context in 
the UK. Such an analysis of caregiving would be useful for two broad reasons:
Firstly, it could add to existing evidence regarding the effects of caregiving on 
carers by exploring an under-researched population of a growing section of
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society. It would also round out the caregiving experience by exploring both 
the stressors and resilience factors of caregiving from a systemic perspective 
for SA carers resulting in a more holistic understanding of the increasingly 
common phenomenon of caring for a loved one with dementia.
Secondly, there is a paucity of systems theory and practice literature related to 
SA families and in particular how psychological theory around transitions may 
be applied in a SA familial context with regards to caring for a loved one with 
dementia. This study aims to fill the gap by taking a familial perspective to 
explore intergenerational experiences of caregiving in SA families. It will 
help provide an insight about the motivations of familial care and how this is 
negotiated in SA families.
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2.0 Method
2.1 Rationale for Methodology
2.1.1 Rationale for a Qualitative Methodology
Exploratory qualitative research is recommended when a new or 
underexplored area is being investigated as this approach offers insights about 
phenomena which are not available elsewhere and/or unavailable (Silverman,
2006). Given the limited knowledge and sensitivity of South Asian carers’ 
experiences of caring for a loved one with dementia, a qualitative approach 
was indicated (Walker, 1985). The paucity of information about South Asian 
caregiving experiences in a familial context resulted in a requirement to 
position carers as experts of their own experiences. This necessitated a 
qualitative approach as I wanted to explore carers’ perceptions of their 
experiences as opposed to exploring their experiences within a pre-existing 
framework which may be culturally incoherent. The evidence base highlights 
a need for more qualitative research on the dementia caregiving experience in 
order to uncover these cultural differences that quantitative research cannot 
(Janevic et a l, 2001). Documented difficulties in recruiting people from EM 
groups to participate in research plus the stigma and barriers to service use 
within these communities meant that I was researching a relatively hidden and
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hard to recruit section of society. A qualitative approach allowed for a detailed 
exploration of caregiving experiences for a small number of carers and 
allowed for an emphasis on their meaning making as opposed to testing out 
hypotheses on a large sample of carers (Turpin et al, 1997).
2.1.2 Interpretative Phenomenological Analysis -  Rationale and Theoretical 
Explanation
IP A is a research methodology developed within health psychology (Seamark 
et a l, 2004). The aim of IP A is to facilitate a detailed exploration of how 
participants make sense of their personal and social world and interpret it 
(Smith & Osborn, 2008). It is ‘phenomenological’ because it aims to explore 
an individual’s perception of experiences and therefore does not produce an 
objective statement (Seamark et al, 2004). It is ‘interpretative’ because it 
acknowledges the researcher cannot completely get inside the participant’s 
world, and therefore the results are a product of the researcher’s interpretation 
of the participant’s interpretation of their experience of caregiving -  a double 
hermeneutic (Smith & Osborn, 2008). In order to ‘understand’ what 
caregiving is like for the participants, the researcher can both identify and 
empathise with the participant’s view but also try to make sense of things the 
participant may be less aware of, thereby generating a richer understanding 
(Smith & Osborn, 2003). The emphasis on ‘making sense o f  a phenomenon
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in IRA by both the participants and researcher means that cognition is a central 
concern in analysis, similar to the cognitive psychology and social approaches, 
but IP A diverges from these in thinking about how cognitions are best studied 
(Smith & Osborn, 2008), and allows for the role of discourses (including 
societal) as a way of making sense of a phenomenon (Lyons & Coyle, 2007).
Several assumptions are made using IPA to understand participants’ 
experiences of caregiving. Firstly a chain of connection between what 
participants say, think and feel is assumed. This allows the researcher to 
interpret participants’ emotional and mental states from their words. The 
researcher is aware that this chain of connection is not always straightforward 
and means adopting different ways of interpreting the data (Smith & Eatough, 
2007). A further assumption of this methodology is that people’s perceptions 
of their experiences are based on their own interpretative lens, therefore 
making it possible for people to experience the same phenomenon in different 
ways (Lyons & Coyle, 2007).
IPA was selected because it is best conducted on a small sample to allow for 
an exploration of the caregiving experiences of a few number of people. It 
does not aim to test hypotheses or generate a theory (Seamark et al ,2004). 
The practicalities of recruiting a notoriously hard to engage population limited 
the scope of the sample size of the study. This fit IPA criteria of using a 
purposive and limited sample in order to develop an in-depth interpretation of 
the data collected. The idiographic approach of IPA allows the researcher to
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make specific statements about carers and about generic themes for the group 
of carers thereby capturing the unique experiences of caregiving reported by 
carers living in unique families. IPA was also selected because of the way in 
which the researcher’s role is positioned and used in the analytic process. It 
acknowledges that the researcher engages in interpretive activity in order to 
explore carers’ perceptions. It was selected because of the perceived benefits 
of using my interpretive skills as a trainee clinical psychologist to represent 
the carers’ perceptions of their experiences from the outset.
2.2 Design and Procedure
2.2.1 Study Criteria
In order to participate in the study, participants had to be South Asian, over 
18, define themselves as carers, care for a husband/father/father-in-law with 
dementia and have a mother/mother-in-law/daughter/daughter-in-law also 
willing to participate in the study. ‘South Asian’ refers to people who come 
from the Indian subcontinent including India, Pakistan, Bangladesh and Sri 
Lanka and includes Hindus and Muslims. There are many examples in the 
literature referencing uncritical use of such labels (e.g. Modood, 1994), and 
that my use of the label ‘South Asian’ may be accused of such 
homogenisation, however, I use this term for the sake of brevity. Despite these
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groups of participants being ethnically diverse they also share commonalities 
in the areas of family structure, a collectivist value and a common experience 
of colonisation and subsequent independence from Great Britain (Rastogi, 
2007).
The study focused on wives and daughters of men with dementia because the 
literature and practice based evidence suggests that the responsibility for 
caring in South Asian families usually lies with the women (Merrell et al, 
2005; Jewson et a l, 2003). This recruitment strategy helped eliminate gender 
effects (Sanders & Power, 2009) thereby making the sample more 
homogeneous (Lyons & Coyle, 2007) as is required by IPA methodology.
2.2.2 Recruitment
Participants were recruited from the local Alzheimer’s Society Branch, Carers 
Centre and two local Community Mental Health Teams for Older People in 
London. Purposive sampling was used to identify a reasonably homogeneous 
sample for whom the research question was significant (Lyons & Coyle,
2007).
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2.2.3 Participants
Seven carers participated in the study. There 'were two mother-daughter dyads, 
one mother-daughter-in-law dyad and one mother whose daughter decided not 
to participate. The age range for wives was between 50-79 years and between 
20-49 years for the daughters/daughters-in-law. Five participants were Hindus 
and Indian and two participants were Muslim and Pakistani. All the wives 
were housewives and all the daughters were in full time employment. Six 
participants lived in joint families consisting of two or three generations and 
one participant lived in a nuclear family consisting of herself and her husband. 
The wives were given pseudonyms of Anu, Choti, Mala and Nila. The 
daughters/in-law were given pseudonyms of Ranica, Mekhla and Sia. Due to 
the dual participation of family members, a table of participants was not 
included as participants might have been potentially identifiable by their 
family member who participated in this study. The daughter-in-law is 
identifiable by virtue of her being the only one. Consent was obtained from 
her to identify her as a daughter-in-law. From this point, the daughters/in-law 
will be referred to as ‘daughters’.
IPA recommends a small sample size due to its idiographic nature (Lyons & 
Coyle, 2007). Turpin et al, (1997) recommend using between six to eight
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participants for a postgraduate study in order to justify the idiographic nature 
of the study without overwhelming the researcher with too much data.
2.2.4 Data Collection
2.2.4.1 Interview Schedule and Semi-Structured Interviews
A  list of open ended questions and prompts provided a provisional structure to 
the interview (Appendix 1). Topics for the interview arose from the 
researcher’s personal experience, consultation with clinical psychologists 
working with older people and from the literature review. Purist approaches to 
IPA discourage conducting literature reviews prior to the interviews as this 
would inhibit the researcher’s ability to hold a completely open mind because 
of pre-existing ideas in the literature about caregiving. However, my practice 
based evidence, evidence based practice and literature review informed my 
idea of using a systemic approach to explore the positives and burdens of 
caregiving. Without these organising factors I would not have known which 
areas stood in need of exploration. Lyons and Coyle (2007) suggest that 
preparing an interview schedule in advance has advantages in terms of 
enabling the researcher to consider what the interview may cover and the 
difficulties that may be encountered. Considering these allowed me to 
concentrate more confidently on the carers’ accounts during the interviews.
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The goal of the interview schedule was to allow carers to speak about their 
experiences of caregiving with minimal prompting from myself in order to get 
an in-depth understanding of carer’s own perceptions of caregiving.
Data was collected using semi-structured interviews as this is considered an 
exemplary method of data collection for IPA studies (Lyons & Coyle, 2007). 
The advantages of this method are that the structure of the interview is guided 
and not dictated by the interview schedule, which means that the order of the 
questions take less priority over exploring areas of interest for the carers. 
Positioning the carers as active agents in shaping the interviews positioned 
them as experts of their own experiences and allowed the researcher to gain 
access into the carers’ psychological and social worlds as much as possible 
(Lyons & Coyle, 2007), consistent with the basic concerns of IPA. Interviews 
were conducted in participant’s homes with the exception of one interview 
which was conducted by phone. Interviews lasted approximately one hour and 
were tape-recorded for subsequent transcription.
2.2.4.2 Procedure
Carers were identified by professionals working with them in voluntary and 
NHS agencies and were informed about the study. Permission was gained 
from those interested for me to contact them via their preferred means. I
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contacted potentially interested carers (carer 1) to inform them about the study 
and to ascertain whether they met the study criteria. Due to the systemic nature 
of the study dual verbal consent was needed from two female carers in the 
family before interviews could be arranged. This was explained to the carers 
along with their right to withdraw their consent at a later stage without it 
affecting their family members’ interviews. Interested eligible carers were sent 
two information sheets -  one for themselves and one for the second carer in 
the family (carer 2) who they felt might be interested in taking part. Carer 2 
was advised to contact me if they were interested in participating. If Carer 2 
contacted me and verbally consented to participating after discussing the study 
with me, a time and place for the interview was arranged. I then contacted 
Carer 1 to arrange a time and place for the interview. Interviews for both 
carers were arranged as close together as possible to prevent them from 
discussing the questions with each other in order to ascertain their individual 
and unique perceptions.
If Carer 2 was not able to participate after reading the information sheet, then 
Carer 1 was informed that they could not participate in the study. This did not 
occur. For one family, both carers verbally consented to participating in the 
study however. Carer 2 had to withdraw after Carer I had been interviewed. It 
was decided to include Carer 1 ’s data for ethical reasons.
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Six carers chose to be interviewed in their home and one carer chose to be 
interviewed by phone. All interviews took place at pre-arranged times. The 
carers all chose to be interviewed in English. Carers were encouraged to ask 
questions before and during the interviews. Carers all signed consent forms 
before the interviews. For the carer interviewed by phone, the consent form 
was read out and verbal consent was tape recorded. The carer then signed and 
returned a consent form after the interview. Interviews lasted between 30 and 
90 minutes and were tape-recorded and subsequently transcribed. All 
identifying information was annonymised (See Appendix 2 for an example 
transcript).
2.3 Ethical Considerations
Ethical approval was gained from the NHS Local Research Ethics Committee, 
the Research and Development Committee and the University of Surrey Ethics 
Committee (Appendix 3).
Participants were informed that their identity would be protected and any 
published data including quotes would be annonymised. Pseudonyms were 
used to protect identities. Audiotaped and paper data were kept securely and 
only seen by the researcher and supervisors. Several safeguards to minimise 
participant distress were put in place. Issues relating to confidentiality, risk,
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the right not to answer questions and the right to withdraw at any time were 
discussed and made explicit before, during and after the interviews. It was 
acknowledged that participants may become emotionally distressed when 
talking about caring for a family member with dementia. In order to minimise 
distress and psychologically contain participants' feelings, there was a briefing 
session before the interview, where participants were informed of what they 
might expect fi*om the process, and a debriefing session after the interview, 
where participants were asked how they found the interview process and were 
invited to discuss any difficult emotions that may have arisen from the 
interview if they wished to. I used my clinical skills to determine and alleviate 
levels of distress and to assess risk. Participants were encouraged to contact 
myself or their GP subsequently if they found the process distressing and were 
given the number of their local Alzheimer’s Society Branch if  they wished to 
speak with someone for extra support.
2.4 Analvsis
Interviews were transcribed. The data was analysed using Smith’s (2003) IPA 
guidelines. The process was ongoing and iterative involving continually 
returning to the raw data (Seamark et a l, 2004). Analysis of the transcripts 
began concurrently with data collection. The following stages of data analysis 
were undertaken:
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1. Transcripts were read and re-read to ensure familiarity with the data. 
Initial thoughts and comments were recorded in the left hand margin.
2. Transcripts were read and re-read. Emergent themes were identified 
using the initial comments and were written in the right hand margin.
3. Themes were examined for connections and clustered together to form 
superordinate themes.
4. The procedure was completed on a second transcript. These transcripts 
became a ‘thematic lens’ through which remaining transcripts were 
viewed.
5. Master themes were identified and an integrated table of themes that 
included findings from all the transcripts was produced.
2.5 Research Credibility Checks
Credibility checks are important in IP A as they allow the reader to assess the 
relevance and applicability of the findings and they allow the reader to assess 
the fit between the data and the researcher’s interpretation (Willig, 2001). 
Elliot et al (1999) developed guidelines for evaluating qualitative data 
including IP A which were incorporated as part of the study to ensure the 
quality and interpretation of the data. Attempts were made to situate the 
sample by describing the participants and their life circumstances. Then the
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interpretation of the data offered in the results section was supported by direct 
quotes from the participants in an attempt to ground the data in examples. I 
also met regularly with two research supervisors with knowledge of IP A who 
checked my interpretation of transcripts and wider themes to ensure cohesion 
and integration so that the argument presented in the study was internally 
consistent and supported by the data (Smith, 1995). In addition to these 
credibility checks, I regularly met with other colleagues also using IP A who 
checked emerging themes from the data to assess the fit between the data and 
my interpretation of it. Collaborating with research tutors and colleagues 
provided me with an opportunity to reflect on my biases and bracket them 
whilst interpreting the data. I valued the opportunity for supervisors and 
colleagues using IPA to read drafts of my results to ensure that the results 
stimulated resonance with the reader and to ensure that my interpretation 
expanded and clarified the reader’s understanding of the phenomena. 
Respondent validation was sought from one participant who read the results 
and confirmed that my interpretation of the findings fit with her experiences.
2.5.1 Researcher’s Own Perspective
Even though IPA aims to gain direct access into carers’ worlds, it recognises 
that gaining such direct access is impossible and undesirable (Willig, 2001). 
Constructivists suggest that the researcher’s own interpretative lens is shaped
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by their values and life experiences and cannot be separated from the research 
process (Ponterotto, 2005). Therefore it is vital for the researcher to state their 
own position, thoughts and feelings with regards to the phenomenon under 
investigation (Elliott et al, 1999). My interpretative lens was shaped by the 
significant issues given below.
There were many similarities between myself and the participants that I was 
aware of before the research commenced. I am South Asian and consider 
myself to be Indian and a Hindu. I have lived in the UK for over fifteen years 
and in India for nine years. My dominant view refers more to my family of 
origin rather than my country of residence. Like many of the participants my 
family migrated to this country for work purposes and I have experienced the 
benefits and challenges of integrating two different cultures in my own world 
view. Similar to the study participants I come from a closely knit extended 
family that has cared for a chronically ill loved one at home within the 
extended family network. I also have personal experiences of family members 
with mental health difficulties within this network. This provided me with 
experience of the meanings that my family members attributed to health 
difficulties. I experienced how the ill health of a loved one affected all the 
members of my family system and the numerous adjustments this created 
within my family structure. I do not hold a value judgement on caring for a 
family member at home or in a home, but have a preference for caring for my 
parents at home with support if circumstances ever require.
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I was mindful of how my experiences would influence my speaking position 
(Lyons & Coyle, 2007). I was particularly aware that despite my similarities 
with the participants, their experiences would inevitably be perceived 
differently. I was very mindful of not over-identifying with the participants 
and of not making assumptions of similarity by attempting to bracket off my 
experiences in order to fully explore their meaning making during the 
interviews. For me the challenge in interviews was negotiating participants’ 
expectations of my cultural understanding and exploring their experiences. 
There were many occasions during the interviews when I would get 
incredulous looks about asking questions participants thought were obvious 
given our cultural similarity.
Despite sharing numerous similarities I was also acutely aware of our 
differences. I value feminist philosophies that are uncommon in traditional SA 
families. It was difficult to hear stories of women who considered it the norm 
to live in a male dominated culture. Reflecting on this at the start of the 
research process enabled me to listen to these views and explore them fully. 
One of the more uncomfortable differences for me was one of socio-economic 
status between me and the participants. This was obvious right from the start 
of my interactions with participants because of the differences in our accents. 
Being able to speak their mother tongue in some cases and understand the 
non-English slang that littered their discourse helped to bridge this gap and 
build rapport. Coming from a relatively middle class family, I was aware that I
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had a privileged upbringing in terms of my education, opportunities to travel 
and other comforts that being financially stable afforded. It was emotionally 
challenging to explore the world of people who experienced caregiving 
alongside economic hardship.
Despite having an interest in positive psychology, I had to listen hard to hear 
stories of empowerment that resulted out of such hardship. This was a 
challenge that I had not anticipated. Other differences were that I had never 
lived in a joint family and I was mindful that my experiences of a closely knit 
family would be different to each person’s perception of their family.
Reflecting on my position and discussing this with my supervisors and other 
colleagues using IPA taught me not to take anything for granted. From the 
participant’s point of view, I was mindful to explore narrative nuances that I 
would have taken for granted had it been just an ordinary conversation. From 
the reader’s point of view, I realised that there was a lot of South Asian 
subtleties that I took for granted that needed to be made explicit. These 
reflective conversations highlighted a tension between the balances of my 
interpretation as a South Asian researcher versus my interpretation as a 
Western educated researcher.
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3.0 Results
3.1 Overview
Analysis of the transcripts produced three master themes and corresponding 
subordinate themes (Table 2). Participants described incremental losses in 
their relationships, their connection to wider society and in their own lives as a 
result of caring for a loved one with dementia. Despite these losses, 
participants remained motivated to enter into a caregiving relationship for 
reasons influenced by their position within the family. Their motivations were 
primarily aimed at ensuring the togetherness of the family system under the 
threat of loss. To this end, participants utilised culturally informed strategies 
to cope with and manage against loss. Through the process of caregiving, 
participants learned new skills, strengthened their sense of autonomy and 
identity, established wider networks and strengthened their interfamilial 
relationships. Ultimately, this resulted in the maintenance in the status-quo of 
the traditional family structure. The account will be grounded in verbatim 
extracts from participants’ transcripts. Ellipses (...) indicate material omitted to 
ease readability.
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Table 2: Overview of themes
Master Theme Subordinate Themes
1. Loss i) Impact on relationships
ii) Loss of connection with wider
society
iii) Individual losses
2. Organising Family 
Processes
i) Motivations for caregiving
ii) Defending against loss
iii) Family connectedness
3. Empowerment and 
Validation
i) Skill Development
ii) Personal Autonomy and Identity
iii) Establishing Networks
iv) Recognition of Value of All Family
Members
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3.2 Theme 1: Loss
“Dementia is the sort o f thing that happens so quietly over a period o f time ” 
(Anu, Wife). Participants spoke about how the subtle evolution of dementia 
caused a series of changes in the entire family system that required each 
member’s roles to gradually shift. Witnessing their loved one’s health 
gradually deteriorating resulted in numerous losses that participants 
experienced in their relationships with each other, their connection with their 
wider society and the losses they experienced as individuals. These three 
subordinate themes are described in detail below.
3.2.1 Impact on Relationships
'Dve lost a lot o f companionship. We used to sit and chat chat chat about 
various things... now I  mean they just don 7 exist ” (Anu, Wife)
The loss wives felt most significantly was within the husband-wife dyad. All 
wives experienced a loss of companionship in their marital dyads resulting in a 
gradual loss of emotional intimacy and support they received from their 
husbands. The acuteness of this loss was highlighted by the way wives 
continuously compared their past relationship to the present. This comparison
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perhaps reflecting an ongoing grieving process taking place within the marital 
dyads.
The daughter-in-law, Ranica, also experienced a loss of intimacy within her 
marital dyad. The quote below illustrates her struggle to balance the emotional 
impact of caregiving whilst maintaining a cohesive balance for the family 
system.
Ranica: Sometimes i f  it becomes too much I  cry in front o f my husband 
Interviewer: How does he respond?
Ranica: Aww with a nice hug...I tell him what happened up to a certain point, 
not everything...because I  don 7 want to cause any problems in the house or in 
the family
Ranica’s positioning in the family as a daughter-in-law brought a different set 
of ‘rules’ for people marrying into the household as opposed to birth members. 
In contrast to the wives, the decrease in intimacy in Ranica’s marital dyad was 
not a direct result of caregiving but arose from her prioritisation of her 
husband’s parent-child dyad over her marital dyad in order to maintain the 
family status quo. Thus illustrating how the impact of caregiving interacts with 
the social norms of her family.
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For the wives, the loss of companionship also led to a loss of reciprocity of 
care within their marital dyads.
Before we used to be take care to each other like...how is your health? How 
are you? Like that he used to take care o f me but these days he doesn’t know 
anything (Choti).
Although Choti does not blame her husband for this loss her reference to his 
past care starkly contrasted with the present suggests this loss has had an 
emotional impact on her. The loss of companionship and reciprocity within the 
wives’ marital dyads led to go through an ongoing process of grieving for their 
past relationships with their husbands. This led to a feeling of isolation, “/  
don’t have anything or anybody else ” (Mala, Wife,) for all the wives despite 
living within joint families. However, Choti’s quote also displays a sense of 
pragmatism reflected by all the wives who showed a practical attitude to loss 
adjustment.
In contrast to the pragmatism of the wives, observing the loss of reciprocity 
and companionship in their parents’ dyad resonated more emotionally with the 
daughters. Below, Sia talks about witnessing the lack of reciprocity in her 
parents’ marital dyad.
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I t ’s nice to have someone who could do the same things for you, I  feel sad that 
she’s missing out on that part (Sia).
The sadness was a unanimous feeling the daughters shared about mourning the 
loss of their parental dyads. The daughters all held their parental dyads as 
dominant in the family architecture. The changes dementia caused in their 
parental dyads, changed the daughters’ position from a parent-child position to 
an adult-adult position, particularly with their mothers, which as the above 
quote shows, made them consider their mother’s needs as a wife rather than as 
a mother.
Daughters also mourned the loss of their relationships with their fathers pre­
dementia. Many daughters felt that the symptoms of dementia had made them 
uncertain about their position in their father-daughter dyads.
When my dad first became aggressive and things it was a bit o f a shock. I  
didn’t understand it and I  thought he was just saying that because he meant it 
(Sia).
This quote encapsulates a shared experience between the daughters of how the 
dementia symptoms led to a re-evaluation of their relationships with their
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fathers. A secondary effect of the changes in their parents’ marital dyad was 
the knock on effect of the daughters’ relationship with their parental dyads.
3.2.2 Loss o f Connection to Wider Society
The loss of companionship and reciprocity in the marital dyad led to wider 
systemic losses for the wives. For many, going back to their country of origin 
for a minimum of three weeks was a valuable part of maintaining cultural 
links in terms of being with people from their culture, conversing in their 
native language and generally benefitting from the “human contact” (Anu) of 
their native people. These trips were invaluable in maintaining close extended 
family networks. However, their husbands’ cumulative deterioration led to an 
increase in their caregiving duties. This meant they could no longer make 
these trips because they felt that they could not leave their husbands in 
somebody else’s care.
I t ’s been many years you know, when (since) I ’m going from here to India 
because he can’t take me and I  can’t leave him. I  feel sad but I  can’t say 
anything to him (Choti).
This loss of these trips led wives to feel isolated from their extended families; 
although all wives perceived this as a loss that they had to bear. Therefore
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dementia had not only impacted upon the wives’ marital relationships but had 
spread to their relationships with extended family members and their 
relationship with their culture.
The loss of connection to wider society for the wives was also experienced in 
relation to the community around them. Wives highlighted how they had lost 
many of the activities they used to enjoy with their husbands outside of their 
homes. Below Anu talks about no longer being able to go for drives with her 
husband.
The other day we just wanted to drive around. He loves drives. He was always 
driving in the car until this thing came and knocked him down.
The aggressive way she positions the impact of dementia reflects the anger 
many wives expressed when they reflected on the multiple losses they had 
experienced. This quote highlights a common theme amongst the wives of 
positioning dementia as ‘the other’ in their relationships, possibly indicating 
dementia had not been accepted into the family system.
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Most wives acknowledged the role of societal attitudes and beliefs in their loss 
of connection to their communities. Below, Nila highlights some of these 
societal barriers to going out alone as a SA woman:
Now I  don’t like to go out all the time...it doesn’t look nice innit? I ’m going 
out and my husband is at home...that I  not do at my age. Now I ’m old, I  just 
look after my children and my husband.
Nila’s quote captures the concern these wives have about being morally 
judged by members of their community for not spending all their time 
caregiving. It highlights the wives’ cultural assumptions about the role of older 
women in society as caregivers and the ways this might be appraised by 
others.
The daughters and daughter-in-law did not experience a loss of connection to 
wider society. Employment and friends outside the home were the key 
protective factors identified.
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3.2.3 Individual Losses
The wider systemic and relational losses perceived by wives were more 
acutely felt because of individual losses they experienced as a result of 
caregiving. All wives experienced a deterioration in their self-care and a 
disruption of their daily routine. Three wives suffered high blood pressure, 
diabetes and osteopathic problems yet all viewed their own health as 
secondary to their husbands’ care.
He needs the medicine, injections, food, all the time I  remember. I  don’t 
remember my medicine, you believe me! But I  remember for him (Nila, Wife).
This reflects a unanimous choice wives made to prioritise their husbands’ 
needs over their own. This decision perhaps partly contributed to their wider 
disconnectedness from society.
Wives also discussed how dementia disrupted the family routine, resulting in 
the need to develop specific strategies to manage these disruptions. Below, 
Anu talks about the impact of her husband’s wandering on family life.
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At one stage he would walk out o f the door...I didn’t know where he had 
gone... It was very scary... so then we became like all the time the front door is 
locked.
The loss of the routine to family life also manifested in disruptions around 
wives having time to themselves and family rituals like mealtimes.
The wives’ individual losses were heightened by the losses in their marital 
dyads and their losses of wider relationships with their communities and 
extended families; resulting in wives feeling as though they were sole 
providers for their husband’s care.
In contrast, the daughters did not experience individual losses as a result of 
caregiving. The losses they felt most acutely were relational in terms their 
relationship with their fathers pre-dementia and the loss of their relationship 
with their parental dyad. However, experiencing relational losses and 
witnessing incremental losses on their mothers shifted the balance of 
responsibility that the daughters held within the family. “You ’re responsible 
for more things...so there are more things that can bother you” (Mekhla). 
Protective factors against loss for daughters appeared to be employment, 
having a social network and the joint family structure in which their mothers 
took on the responsibility of caring for their fathers.
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3.3 Theme 2: Organising Family Processes
My life has completely changed because o f dementia (Choti, Wife)
The numerous losses experienced by the carers as a consequence of dementia 
prompted them to care for and protect their loved ones and each other. For 
wives, witnessing the effects of dementia on their husbands led to a decision to 
be with their husbands “right through every minute o f the day” (Anu) to the 
extent that all their moments “curtailed around him ” (Anu). They identified 
this as a shift in their roles as wives. In response to the shift in their mothers’ 
role within the family, the daughters also shifted their roles by taking on a 
caregiving role for their mothers.
This theme encapsulates what motivated carers to care for their loved ones. 
The second subordinate theme ‘Defending Against Loss’ follows on from this 
theme by describing what the carers were trying to protect. The third 
subordinate theme ‘Family Connectedness’ describes the way in which these 
families worked within and outside their family systems to defend and protect 
against loss.
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3.3.1 Motivations for Caresivins
For wives, the opportunity to care for their husbands provided a chance for 
reparation:
I  didn’t look after my father unfortunately...! wish I  was there...! visited him 
often hut we were visitors rather than an inmate o f the house, so altogether I  
feel very privileged to look after my husband (Anu).
This quote reflected a dilemma for many wives in that migration to this 
country took away a chance to provide care for family members they would 
have expected to care for in their culture. Their new position as a carer offered 
the chance to repair past regrets. Ann’s use of the word ‘inmate ’ is a positive 
connotation of being a member of her household despite the hardship of 
caregiving. Indeed, being a member of the household was connoted as a closed 
system within which it was seen as a privilege to be allowed to share hardship, 
capturing the emotion behind all the wives experiences of feeling privileged to 
care for their husbands.
The wives’ caregiving responsibilities allowed them to maintain their role 
identity within the family, as wives, individuals and women. They recalled 
how they had always taken on the role of carer - something that was expected
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of them within their birth and extended families being daughters and later 
wives of SA households.
Interviewer: Have you always cooked and cleaned?
Choti: Yeah I  have always. Even in my parents’ house...Then I  moved into my 
in-law house. Then as well there were so many people (to care for).../ coped 
because I ’m used to working in my father’s house...! was very good.
This was one reason why the wives were reluctant to accept support offered to 
them from family and services. Choti’s quote reflects a shared experience by 
wives about how caregiving not only enabled wives to maintain their identity 
within the family system, but also how they derived positive feelings of self- 
worth through this role - an additional motivator for caregiving.
All wives reported being strongly motivated to care in order to reciprocate the 
care that they had received from their husbands in the past.
When he heard !  was pregnant he was so happy and he really looked after 
me...he never let me do any work (Mala).
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Entangled in this idea of reciprocity, religious beliefs were further motivators 
to care for the wives. Mala (Hindu) felt that the reciprocal nature of her 
caregiving linked in with her religious ideas about “What I  do is my karam. 
What I ’m gonna seed, I  will get it”. She talks about the idea of her caregiving 
role as a predestined Karma. Her religious beliefs are an important motivator 
for her to care because she believes that her actions in this life will affect her 
fate in the next. Religion was an important motivator to care for all the wives; 
below Nila talks about how her religion motivates her to provide care for her 
husband.
Nila: I ’m a Muslim and he’s [husband] everything for me after God...My 
mother says that a marriage between a husband and a wife is what God wants 
so I ’m happy.
Interviewer: What happened to his first wife?
Nila: That was not God’s will. She was not a good Muslim so my husband left 
her.
This highlights how religious constructs of caregiving motivated the wives to 
fulfil what they perceived as their caregiving “duties”. The idea of caregiving 
being part of God’s will or something that a good Muslim/Hindu is expected 
to do was an important motivator for caring that all wives shared.
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A further motivator for wives was the patriarchal culture within SA families, 
in which a shared cultural expectation was that women would respect their 
men. This was evident in the way many of the wives likened their marital 
relationships to their paternal relationships.
Just like my dad, I  respect my husband..! never do anything without asking 
him. I t ’s always like that (Mala).
For the wives, caring was a demonstration of their respect for their husbands.
A final motivator for caregiving for the wives was in response to increasing 
demands placed upon them by their husbands. Some of these were direct 
demands.
Now everyday he says “Make for me chicken! Make for me chicken!...He can 7 
help this (Choti).
For others, caregiving was a response to indirect demands created by their 
husband’s deterioration in health resulting in an increased need care. The 
wives’ willingness to respond to these demands was linked to their other
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motivations to provide care, such as respecting their husband’s, religious 
motivations and protecting their role as carer and homemaker.
The daughters experienced similar motivators to care but with slightly 
different emphases. In contrast to the wives’ view of choosing to prioritise 
their husbands, all daughters took the position of “this is what we have to do ” 
(Sia). For daughters, reciprocating care they had received in the past was also 
an important motivator for caregiving.
From day one they’ve always looked after us and now it’s our turn (Sia).
Sia encapsulates a shared feeling amongst all the daughters in that their focus 
was not just reciprocating the care their fathers had given them but 
reciprocating the care received from their parental dyads. There was also an 
underlying expectation that caregiving is a natural duty inherited by children 
from their parents.
Despite viewing caregiving as a natural expectation of family life, the 
daughters stressed that their motivation to care was contingent on their past 
relationship with their father.
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Had he been a less caring or less lovable man, I  would have had much less 
inclination [to care for \mn\...just because it’s family doesn't mean that you 
automatically fall into line (Mekhla).
This was in stark contrast to the wives’ view of being motivated by traditional 
respect hierarchies for their husbands or by god’s will. This generational 
difference possibly illustrates a tension that the daughters experienced around 
balancing their SA familial expectations of caregiving with their ideas around 
independence and autonomy -  something that the wives were less concerned 
about.
‘Duty’ was a motivating factor for the wives and daughter-in-law; however, 
guilt seemed to be a motivating factor for the daughters.
Sometimes I  feel quite guilty...it’s like I  go to work and I  come home and I ’m 
completely shattered...I’ll just sit there and I  just can’t move but it’s like 
everyone has to do it (care) so I  should do my bit as well...that’s where the 
whole guilt thing comes from (Sia).
This highlights an internal struggle the daughters shared around balancing 
external expectations of work and internal expectations to provide care. The
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daughters all struggled to balance their work and carer roles. Interestingly the 
daughter-in-law Ranica, aligned herself much more with the wives than the 
daughters possibly because of her position as a wife in the family. Ranica 
found that caregiving was a way to shift into a more core role within the 
family.
I  think...in a few months or a year we [herself and her father-in-law] will 
become more closer. Even though he’s my father-in-law, I  think i f  the time 
comes I  might have to become a daughter; you know a role as a daughter not 
daughter-in-law (Ranica).
For her this was an important motivation for caregiving that was not shared by 
the wives or daughters.
3.3.2 Defendins asainst Loss
Following on from the previous section about what motivated participants to 
enter into caregiving relationships, this section explores what they were 
motivated to protect.
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For the wives, protecting their husband’s safety was a main priority:
I  don 7 want any accidents to happen or for him to hurt himself because I  
know he’s getting weaker (Mala).
All wives acknowledged how the incremental effects of dementia had made 
their husbands too vulnerable to care for themselves, resulting in a demanding 
caregiver role requiring 24 hour care and vigilance. Apart from protecting 
their husbands’ safety, wives were also motivated to protect their husbands’ 
identity within the family, regardless of the losses they experienced within 
their marital dyads. They did this by highlighting glimpses of their husbands 
pre-dementia:
Sometimes...in the morning he’s singing and then I  like it...he has a very good 
voice and he used to always sing and play with the children. Now when he 
feels a bit happy, he sings (Nila).
Wives kept their husband’s identity alive by acknowledging the skills they still 
had and relating these to their past character, bringing alive the role they used 
to hold within the family. Anu spoke about how her husband had always been 
a very appreciative and warm person and how he still retained these qualities
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by giving “a lovely smile and when he’s very appreciative, he 7/ take your 
hand and kiss it”. This helped to preserve the power of the parental dyad and 
facilitated care within the family system by preventing the daughters from 
getting “angry” (Sia, Daughter) at their fathers.
For wives, protecting their husbands’ dignity was a significant in protecting 
their husbands’ identity and role within the family. They did this on many 
levels: within the marital and filial dyads; within the extended family system 
and within the community. Within the marital dyad wives protected their 
husbands’ dignity by embracing potentially undignified situations like 
incontinence. Below, Mala talks about her husband’s inability to go to the 
toilet at night:
Now he can’t, he’s got no strength...he wakes me up and says to me “I  need 
the loo”...I get a bottle and make him do it there and then I  empty it in the 
toilet.
Some wives acknowledged that for issues around their husband’s personal 
care “only a wife can do these things” (Choti). This was to protect their 
husband’s dignity from their children and the wider community. This was 
also perhaps a way in which wives protected a level of lost intimacy in their 
marital dyads. Anu decided to end her husband’s visits to the day centre when
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he became too physically frail to attend, “Ifelt that he was getting a little too 
feeble and it was much easier for him to stay at home Her husband had a fall 
at the day centre and her decision to keep him at home was motivated by her 
wish to protect him from the embarrassment of falling in public. Protecting 
their husbands from shame was key to maintaining their husband’s dignity. 
This was especially important given the wives motivations to care being 
around respecting their husbands within a patriarchal family system.
In contrast to the wives, the daughters were primarily motivated to protect 
their mothers’ dignity both within the family and within the wider community.
Interviewer: So it sounds like your mum does most o f the looking after for your 
dad?
Ranica (Daughter-in-law): Yes and I  do the looking after for my mum.
Within the family system, daughters protected their mothers’ dignity by 
providing then with emotional support to be the primary carer for their fathers, 
thereby protecting the status of the parental dyad within the family system.
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Absolutely doing everything is my mother one hundred per cent. I  hardly do 
anything. But Ifacilitate her to do things because she has the comfort, security 
and the strength o f knowing that she’s not on her own (Mekhla).
In addition to emotional support, some daughters also protected their mother’s 
dignity by offering practical support for things that their mothers couldn’t do. 
For example, Sia often completed paperwork for her mother to compensate for 
her mother’s inability to write in English. Both Sia and Ranica (Daughter-in- 
law) provided their mothers with practical help around caregiving tasks such 
as cooking and cleaning. The primary aim for providing this support was to 
take the burden of care off their mother for a brief time so they could relax. 
They did this in response to witnessing the impact of caregiving on their 
mother which made them realise that “she’s a human being as well so she can 
only take so much in” (Ranica). Therefore in order to protect their mother’s 
dignity and preserve the importance and equilibrium of their parental dyads, 
the daughters’ roles adjusted to compensate for the loss of reciprocity within 
their parental dyads through providing emotional and practical support.
The protection of dignity against loss helped the system to fulfil the important 
task of caring for their loved one at home, thereby protecting the togetherness 
of the family system. There was a unanimous consensus across generations 
that care at home was better than care from services for a variety of reasons.
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Many carers felt that care from services would be inadequate because it would 
be care without love.
No matter how angry I ’ll get with my dad, I  will always love him; whereas 
someone who gets paid to feed him and clothe him will never do the same as 
me (Sia, Daughter).
Inherent was the enduring respect that participants had for the relationships 
within their family systems, irrespective of the difficult emotions that 
caregiving evoked.
3.3.3 Family Connectedness
‘You have to adapt and adjust” (Ranica, Daughter-in-law).
The previous section summarises what participants were motivated to protect 
against the losses caused by dementia. The main focus was on protecting the 
unity of the family system by caring for their loved ones at home. This section 
highlights how the families protected the unity of their family systems.
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One of the ways that carers protected against the impact of dementia was 
through establishing reciprocal roles within the family.
They [son and daughter-in-law] want to live with us so we provide...! don’t 
mind because i f  I  get worried about my husband...they can help me...because 
they are here, I  don’t worry too much, so I  am happy they stay with us (Choti,
Choti encapsulates the wives’ experiences of benefitting from the support 
from their daughters in terms of receiving emotional support. She also 
acknowledges that in addition to receiving support, she also provides it for her 
children. Other types of emotional support reciprocated between wives and 
daughters included having the support to endure, tolerate and bear out 
hardships resulting from dementia. Wives acknowledged the benefits of 
receiving practical support from their children in terms of having someone 
who can speak better English than them to communicate with professional 
agencies and help with the household bills and chores.
There was a subtle difference in the reasons why daughters accepted care from 
their mothers:
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My mother takes care o f me completely...she cooks still for me, you know 
things like that, so those kinds o f reciprocal relationships get built up 
(Mekhla).
Mekhla’s quote highlights how accepting care from her mother was not just an 
example of reciprocity but was also a way for her to preserve her mother’s role 
of homemaker. By caring for her daughter in that way, Mekhla’s mother was 
preserving her ‘mothering’ role but also preserving her daughter’s ‘child’ role 
within the family. Therefore the reciprocal roles within the family were 
beneficial for emotional and practical support for both generations but also for 
preserving established mother-daughter dyads.
A second way participants protected against disruption was through the 
establishment of a clear hierarchy of decision making, with these 
responsibilities lying with the eldest family member -  the wives. In the quote 
below Sia (daughter) talks about how decisions around caregiving are 
negotiated in the family.
Shell [her mother] always ask us for advice...! really like that because !  
always have my two pence worth but then my mum has the ultimate decision. 
Yet she’s not like “it’s my way or the high way’’...she ’II listen to all o f us and
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whatever makes the most sense to her will obviously make the most sense to 
us.
This quote highlights how the wives hold the decision making responsibilities 
for caregiving, facilitating the family to operate as a successful unit without 
too many disagreements which might have disrupted the families’ capacity to 
provide care.
As a result of holding the responsibility for making caregiving decisions, 
wives experienced a tension around when to seek help from their children and 
services. Wives reported seeking help from immediate family members first. If 
this was not sufficient they extended their request to extended family members 
outside the household. This hierarchy was complicated when it came to 
making decisions about their husband’s personal care. Asking other female 
members of the family to provide this was not considered ‘proper’ in order to 
protect their daughters and husbands from experiencing “shame” (Ranica, 
Daughter-in-law). Three wives accepted help from social services to tend to 
their husbands’ personal hygiene, though justified because limitations in their 
physical health prevented them from carrying out these tasks for their 
husbands:
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I  don 7 give him a bath because carers come everyday to do that but I  give him 
medicine, food and everything (Nila).
Nila was quick to emphasise the care that she did provide for her husband 
illustrating a tension that many of the wives experienced around asking for 
help. Linking back to wives’ motivations to care for their husbands, it became 
evident that accepting help for what they perceived as their caregiving ‘duty’ 
also meant compromising on protecting their husbands’ dignity, their concept 
of respect for their husbands and their role within the family and marital dyad. 
This was perhaps why the wives were quick to stress what they did do and 
also why wives continued to provide high levels of care for their children in 
the joint families.
For similar reasons, wives also faced a tension around asking their children for 
help.
At the weekends they give me a rest and they do what I  do. I ’m happy because 
my children are home and they ’re helping their father. Otherwise they are so 
busy as well, it’s also their time to rest and I  don’t want to disturb them (Nila).
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Nila’s happiness that the children help their father could reflect her happiness 
at the continued relationship between father and children despite the losses of 
dementia. However, she, like other wives, was mindful of the multiple roles 
her children held, particularly employment, reflecting a shared feeling 
between wives of not wanting to burden their children too much. Possible 
motivations around this could include guilt and the wives trying to retain their 
caregiver role identity within the family.
In contrast to the wives, daughters had more positive narratives around 
accepting help from services. “Care services we receive are crucial...because 
that makes the difference in being able to cope and not” (Mekhla). This 
response from daughters could be a way in which they fulfil their motivations 
to ease the burden on their mothers. The wives too shared a positive view of 
accepting help from services that aided engagement with the wider community 
and were therefore not perceived as a threat to their caregiving identities. All 
the wives were known to Asian Carers Centres and found this relationship 
helpful in terms of providing them with advice, company and support:
I  get a lot out o f it [SA community group], a world out i f  it...for us out here we 
don 1 go to work or anything so we are in the home. So when you go out for 
these meetings...we meet our own people...! mean you’re lonely and you want 
company isn’t it? (Anu).
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Anu’s feeling of being lonely seems unusual for somebody living in a joint 
family, yet this was a feeling that all the wives expressed. It could be that the 
unique tensions faced by the wives puts them in an isolated position as the 
family elder, evidenced by the wives often expressing a wish to have someone 
of their own generation to talk to. However, their links with community 
support groups helped maintain a balance between the demands placed on 
them and their resources to cope.
A final way in which families protected against disruption was by the 
daughters compensating for the loss of reciprocity they witnessed in their 
parents’ marital dyads. Each family had unique ways of doing this, either 
through offering financial stability -  something their loved one used to 
provide; or through allying as wives of the household or through the upkeep of 
family celebrations. Below is a quote from Nila (Wife) about how her children 
celebrated her birthday:
My children, you know when my birthday comes, they give me nice presents. I  
tell them to leave it or just give me something small but they don’t listen. They 
haven 1 got any money but they want to give me the whole world. I  feel very 
happy.
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3.4 Theme 3: Empowerment and Validation
I ’m such a mature old woman now. lean rule the world now (Anu, Wife).
This theme encapsulates feelings of empowerment and validation participants 
gained as part of their caregiving experiences. It is divided into four sub­
themes entitled Skill Development, Personal Autonomy and Identity, 
Establishing Networks and Recognition of Value for All Family Members, 
reflecting an additional experience participants identified alongside the 
challenging impacts of dementia upon their family systems. In the 
participants’ words “lots o f good things creep in ” (Anu, Wife), resulting in 
“enormous rewards, I  think you can’t count them” (Ranica, Daughter in-law). 
The ‘creeping in’ of good things is akin to the incremental losses that families 
experienced, thus linking in with the theme of Loss to fully highlight the 
multi-faceted nature of caregiving.
3.4.1 Skill Development
All wives talked about the acquisition of new skills. They spoke of learning 
new practical skills in order to care for their husbands, such as learning to 
organise transport, liaising with social services, paying household bills and
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learning how to physically care for their husbands. The quote below is from 
Mala who learned to dress her husband’s infected foot:
They [hospital staff] say “Mala you’re doing better than us I” and they give me 
more encouragement...They make me proud the hospital. They say “You’re 
already like a nurse, you doing job like a nurse ”.
For Mala and the other wives, support from professionals was vital to them 
learning new skills and provided them with validation of their success. Caring 
for their husbands also taught the wives about taking care of themselves:
I ’ve learned more things, because I ’m diabetic as well, I  have to look after 
myself (Nila).
For some of the wives, the skill acquisition combined with the validation of 
their success from others gave them confidence to continue to learn new ways 
of taking care of themselves:
I  would like to learn me to swim because I  got arthritis and doctor said i f  you 
swim it will help y  ou...so I  don’t mind to swim a little bit (Choti).
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Choti’s method of prefacing her wish to learn something new with “doctor 
said” was a way in which many of the wives gave themselves permission to 
take care of themselves whilst prioritising their husbands.
In contrast to the wives acquisitions of practical skills through caregiving, the 
daughters reported acquiring new emotional skills. These included patience, 
the confidence to problem solve, to negotiate challenging situations in a 
flexible way and the ability to tolerate difficult emotions.
You know the whole patience thing? I  didn’t have any o f it whatsoever...but 
with my dad I ’ve sort o f developed it (Sia).
This difference in practical versus emotional emphasis on skill acquisitions 
between the two generations of carers was reflected throughout the interviews. 
The younger generation’s interviews were much more emotionally laden 
whereas the older generations interviews reflected a more stoic tone.
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3.4.2 Personal Autonomy and Identity
Acquiring new skills resulted in all participants growing in levels of personal 
autonomy and strengthening their individual identities. Wives all felt that their 
experiences had strengthened their identities as caregivers.
I  think now I  got strength I  can look after anybody, not just my husband 
(Mala).
Mala talks about how the acquisition of new skills provided her with the 
personal resources to provide care, an experience shared by all the wives that 
created a sense of control over their caregiver roles.
I t ’s a job but it’s a different job because it’s like you’re more 
happy...everything is in your hands, your way o f doing things and I ’m doing 
for my husband (Mala).
This quote shows how wives managed to retain a sense of control despite the 
downward metamorphosis dementia caused in family life and relationships. 
Similar to the wives, the daughter-in-law also found that the experience of
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caregiving provided her with greater control over her voice within the family, 
thereby strengthening her identity as a core family member.
Ranica: Now I  put my foot down... and they’ll [family members] listen
Interviewer: Is that something you could do before?
Ranica: No! I  only learn now... like I  said I ’m becoming more o f a daughter 
than a daughter-in-law.
This quote highlights how through caregiving, Rancia no longer felt 
constricted by cultural expectations of what a ‘good’ daughter-in-law should 
be.
The daughters felt that caregiving had strengthened their identities in terms of 
confidence building and increasing their sense of capability, enabling them to 
incorporate the changes of dementia within a lifespan view of change.
I t ’s also the aging process because people are different...what you are now is 
so different from what you were like ten years ago...and caring is just one 
facet o f it (Mekhla).
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This illustrates how Mekhla learned to see caregiving as just one facet of her 
life rather than all encompassing. All daughters were in full time employment 
and had wider social networks than the wives. Perhaps these co-existing roles 
outside the family system resulted in their ability to compartmentalise their 
caregiver roles in contrast to the wives, whose caring roles were foreground.
3.4.3 Establishins Networks
The daughters’ wider systemic relationships resulting from employment and 
social networks, and their positions in the families as younger members (and 
therefore not holding the responsibility for decision making), meant that for 
them, the establishment of social networks did not change. However, for 
wives, holding the responsibility for decisions around their husbands’ care 
combined with the tensions they experienced around when to accept help with 
their caregiving roles resulted in the establishment of wider social networks:
It has broadened things...we are more compassionate and more expansive to 
include others (Anu).
All wives viewed this as a positive gain they derived from their caregiving 
experiences. The wives had all expanded their networks to include
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professionals who helped with their husband’s care, as well as professionals 
from voluntary agencies such as carer support groups providing help and 
support they would have traditionally received from other elders in the family 
from the same generation.
3.4.4 Recosnition o f Value for All Family Members
The most striking outcome of the caregiving experience was the recognition of 
value that participants had for all their family members. In line with their 
generational motivations for providing care, the wives all reported respect for 
their husbands’ ability to cope with dementia. In contrast, the daughters 
reported a similar respect for their mothers’ abilities to cope against the 
adverse impacts of dementia.
I  think my respect for her has gone up tremendously and I ’m very impressed 
with how she has handled her own changing role (Mekhla).
The wives felt empowered and validated by the recognition they received from 
their children and wider systems.
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My family and friends all say that I  look after him and that he’s lucky to have 
me around. I  feel very happy...I feel seven feet tall! (Anu).
The reciprocal roles of caregiving between wives and daughters resulted in a 
growing appreciation between them. Nila’s quote below includes a 
comparison that all the wives made between their children and other children, 
suggesting how lucky she felt to be within her family.
I  see other children who can Y look after their parents hut my children are 
sterling. They ’re very good.
The mutual respect shared between the wives and daughters was not limited to 
their relational dyads. Participants living in joint families reflected how 
fortunate they felt to live within an extended family system.
I  think it definitely makes whatever the worst outcome much more hearable 
because you’re not carrying all the bur den...it’s shared...it’s a huge relief 
(Ranica, Daughter- in-law).
Participants felt that living in joint families had advantages in terms of sharing
emotional and practical support. Participants spoke about the benefits of living
with many people because there was always someone who would “see sense ”
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(Sia, Daughter) when things became too stressful. A unanimous feeling 
amongst participants was that the experience of caring had brought them 
closer together and strengthened their family systems. Despite the incremental 
losses families experienced resulting from dementia, their motivations to care 
combined with the SA family’s systemic means of protecting against loss, 
resulted in the families finding a balance between the demands placed upon 
them and their capacity to cope. This had an empowering impact upon the 
entire family system.
Having human support is a wonderful thing. From family it’s a lovely feeling. 
I t ’s the feeling o f solidarity (Anu, Wife).
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4.0 Discussion
4.1 Overview
The results presented and explored three major themes, which emerged after 
Interpretative Phenomenological Analysis of the participants’ data. This 
section will begin with a review of these findings in relation to the previous 
literature outlined in the Introduction section. The clinical implications of 
these findings are then discussed. The strengths and weaknesses of the study 
are discussed through a critical review of the methodology and study design. 
Future areas of possible research arising from the study findings are explored. 
In keeping with the notion of ‘owning one’s own perspective’ (Elliott et a l, 
1999), my reflections on the research process are explored in the Reflection 
section.
4.2 Discussion of the Findings in Relation to the Literature
Many aspects of the participants’ themes that emerged were consistent with 
the literature and ideas outlined in the Introduction section. This together with 
areas of variation, are discussed below with reference to each master theme.
268
Volume I URN 6015778
4.2.1 Loss
The results are supportive of findings suggesting that family caregivers cope 
under difficult circumstances (Jewson et a l, 2003). The losses experienced by 
wives were considerably greater than those experienced by daughters. The 
daughters experienced losses in their relationships with their fathers and their 
parents. In contrast, the wives experienced losses in their marital dyads, 
health, daily routine, activities and connection to wider society. This supports 
evidence suggesting the burden of care is primarily experienced by spouses 
(Hem et a l, 2004). The findings also support evidence that loss and burden 
negatively affects carers socially, psychologically and physically (Kolanowski 
et a l, 2004; Sanders et a l, 2008; Searson et a l, 2008). Although I was struck 
by the financial hardships under which the families coped, the results do not 
support the negative financial impact of caregiving on spouses (Angel et al, 
2007). This may have been because of cultural barriers around the 
appropriateness of discussing ones financial situations. Alternatively, it may 
be that the security of living in a joint family and being cared for within this 
system removed this as a potential burden.
The results support evidence suggesting grief as a reaction to caring for a 
person with dementia (Sanders et al, 2004). Consistent with findings by 
Sanders et al (2008), spouses were more likely to grieve about yearning for
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their past relationship, isolation and restricted freedom; whereas daughters 
were more likely to express guilt and regret. Inconsistent with Rando’s (2000) 
definition of grief as the perception of loss, these carers grieved for losses they 
actually experienced especially with regards to their relationships within the 
family system. This was consistent with evidence suggesting that the grief of 
carers for people with dementia is more akin to post-death grief than to 
anticipatory grief experienced by carers of other chronically ill people (Marwit 
& Meuser, 2005).
Understanding grief and loss within an Attachment Theory framework 
(Bowlby, 1982), grief may result from the strained attachment bonds between 
carer and care recipient as dementia progresses. Therefore the safety and 
security felt in the relationship prior to dementia diminishes. Changes in 
attachment may lead to a tension between having a secure base (loved one 
with dementia) physically present but psychologically absent. The results add 
to this understanding by illustrating how living in a joint family may provide 
other ‘secure bases’ in the form of other relationships being strengthened 
across generations to help families cope with caring for a loved one with 
dementia.
What this research adds is the systemic nature of loss experienced by SA 
carers, in that a change in the marital dyad had consequences for the entire
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family system. The daughters’ relational losses with their parental dyads 
resulted from the wives’ losses in their marital dyads. Additionally the 
daughter-in-law’s loss of intimacy in her marital dyad arose from her 
culturally informed ideas about the need to prioritise the dyad between parent 
and child, thereby maintaining the family status-quo. This supports ideas of a 
‘familial self in SA families (Roland, 1988) and the sacrifice of egalitarian 
principles in order to maintain a cohesive family unit (Rastogi, 2007). The 
wives experiences of the loss of relational functions such as companionship 
and intimacy led to a loss of emotional connectedness with their husbands as 
well as systemic losses with their extended family network, culture and 
community. Applying the Satir Growth Model (Satir, 1991) within a cultural 
context one could argue that the symptoms associated with the burdens of 
caregiving such as sadness and loss arise when carers carry constrictive 
beliefs, rigid roles and inappropriate expectations. These losses prevented 
effective communication within the wives’ marital dyads and social 
relationships. The societal pressures that restricted wives fiom going out were 
examples of constrictive beliefs and rigid roles, thereby constricting wives’ 
inner resources and resulting in symptoms of grief. Script Theory (Byng-Hall, 
1985) can provide a framework to understand how these multiple losses 
experienced by all participants disrupted each of their family scripts about 
how they function within the family and caused the need for each participant 
to employ improvised scripts in order to cope.
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4.2.2 Organising Family Processes
The results add a SA perspective and are consistent with the evidence base 
highlighting how carers from EM groups provide a large volume of informal 
care, draw heavily on informal sources of support and experience tensions 
around integrating their culture with the majority culture with regards to 
decisions around utilising services (Miller & Guo, 2000; Knight et a l, 2000; 
Navaie-Waliser et al, 2001 & Adamson & Donovan, 2005). This evidence 
base informs about ‘what’ is happening, i.e. the content. What this research 
adds by taking a systems perspective is the process by highlighting why SA 
carers are motivated to care and how they negotiate caregiving.
According to the results, the wives and daughters had different motivations to 
enter into a caregiving relationship. Wives’ motivations to care included 
opportunities for reparation, maintaining their role identities as wives and 
women, reciprocating past care they received from their husbands, following 
religious beliefs, as a mark of respect for their men and responding to higher 
levels of demands for care as a result of their husbands’ deteriorating health. 
Consistent with Vellone et aVs., (2002) findings with Caucasian carers, family 
duty and respectful treatment were two important themes in the caregiving 
experience, however, the meaning attributed to duty and respect for the wives 
in this study were culturally different. In Vellone et a l’s., (2002) study these
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translated into encouraging loved ones to be as independent as possible. 
However, in the current study duty and respect was demonstrated by being 
with their loved one as much as possible.
For the daughters, motivations to care resulted from a wish to reciprocate past 
care from their parental dyads and were contingent upon their past relationship 
with their father. This was a contrast to the wives’ unconditional support for 
their husbands. The daughters’ conditional support perhaps reflecting a 
corrective script around caregiving for a younger generation to incorporate 
more Western egalitarian principles of family life based on an individualist 
view (Nath & Craig, 1999). Reasons for this might be because of the effects of 
migration such as female employment leading to a change in SA women’s 
attitudes and expectations of caregiving (Katbamna et a l, 2002). Despite the 
daughters saying that their past relationship with their father was an important 
factor to consider when caregiving, the daughters also expressed a view that 
caregiving was something that they had to do. This is consistent with SA 
cultural norms of respecting elders and is consistent with a SA collectivist 
view of family life (Rastogi, 2007). Perhaps this reflected a challenge 
daughters experienced of improvising their corrective scripts around 
caregiving (Byng-Hall, 1985)
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The results illustrate how the daughter-in-law’s motivations for caregiving 
were more aligned with the wives’ motivations rather than the daughters -  her 
role as a wife enabling her to follow the replicative scripts of wives in her 
family (Byng-Hall, 1985). Aligning herself with the most powerful female in 
the household allowed her to strengthen her familial identity, in line with a 
collectivist orientation in SA families (Nath & Craig, 1999).
The joint purpose of all the carers was to care for their loved one at home. A 
combination of love and reciprocity creating a notion that family caregivers 
provide the best care for their loved one is consistent with the literature 
(Adamson & Donovan, 2005). However, this study highlights a cultural reason 
for home-care. Namely, keeping the family system together. This idea was a 
shared cultural value by all the families that motivated them to adopt 
improvised scripts in order to uphold this belief (Byng-Hall, 1985). Applying 
the Family Adaptation And Response Model (FAAR, Patterson, 2002), the 
cultural implications of not being successful in this task would have resulted in 
the loss of family capabilities leading to an inability to meet family demands, 
resulting in disruption to the family status-quo. For SA families in this study, 
not caring for their loved one at home, would have possibly led to imbalances 
in the family structure in terms of women and wives’ identities, the respect 
hierarchy for elders, the importance of the parental dyad and the religious 
implications for what happens after death. The strong desire to retain ethnic 
values and identification following immigration is well documented
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(McGoldrick, 1992). This is the only family hierarchy that participants have 
lived within and it has been created from generations of family scripts. 
Therefore it could be argued that one of the most threatening prospects of 
dementia was the prospect of not being able to keep the family system 
together.
Titchen (2000) suggests caregivers should be ‘skilled companions’ who guide 
the person with dementia in their search for balance between loss and 
maintenance. The current study extends this concept by illustrating how 
different members of family systems used improvised scripts take on the role 
of these ‘skilled companions’ to help the family develop a new family script in 
the face of threat. Applying the FAAR Model (Patterson, 2002) to the findings 
from the second master theme, the demands on the SA family systems were 
the impact of the incremental losses and associated grief for all family 
members resulting from dementia. This threatened the togetherness and 
cultural identity of the family system. Families tried to meet these demands 
by using their capabilities.
The system’s capabilities took the form of improvised scripts that were 
culturally informed and varied from family capabilities constructed by the 
FLC (Dallos & Draper, 2005). A SA family improvised script was through the 
formation of reciprocal roles. The intensity of these reciprocal roles were
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possible because of the joint family structure. They served to maintain the SA 
family structure by reinforcing the wives’ caregiver identities through looking 
after and being looked after. In contrast to the FLC emphasis on ‘autonomy’, 
this served to maintain a SA family script for family members through an 
exchange of resources and dependence (Rastogi, 2007).
A second improvised script was a clear hierarchy of decision making with the 
ultimate decision lying with the eldest member. This served to maintain SA 
family values where older members have more authority than younger ones 
(Rastogi, 2007), possibly resulting in reduced family conflict. This is in 
contrast to the egalitarian values of Western families. However, the results 
show how this led to additional demands for the wives and feelings of 
isolation.
A third improvised script was a clear hierarchy of help seeking established by 
the wives as a result of being the key decision makers. Brown & Chen’s 
(2008) study of help seeking patterns in carers discussed the ways in which 
spousal carers used services to protect their children from their parents’ 
dementing behaviour. Wives in the current study also used services, but the 
emphasis was placed on protecting their children and husbands’ dignity and 
reducing shame. There was also an emphasis on protecting their own identity 
as homemakers, women and Hindus/Muslims. The wives’ emphasis on
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religion in their lives as caregivers supports previous findings about how 
South Asian carers reinforce and formulate their identities as carers (Adamson 
& Donovan, 2005).
A final improvised script were the daughters’ abilities to compensate for the 
loss of reciprocity in their parental dyads through providing their mothers with 
emotional and practical support. Script Theory (Byng-Hall, 1985) asserts that 
they were able to do this because they were familiar with the overall family 
script and were therefore able to recast their role from child to adult in order to 
compensate for what their fathers could no longer do. This served to protect 
the importance of the parental dyads within SA families in order to maintain 
family respect hierarchies for elders (Rastogi, 2007). The traditional 
caregiving perspective would overlook the daughters’ carer roles, however, 
the current findings suggest that the concept of caregiver should be broadened 
to include issues of empathy and relationship orientation, as the role these 
daughters played in family caregiving was vital (Schulz et a l, 2007).
For participants, the ability of the family system to find a balance between of 
the demands placed on them and their family capabilities through the use of 
corrective, improvised and replicative scripts meant that families were able to 
buffer the stress of caregiving to allow for the experience of empowerment 
and validation. The results support evidence suggesting that coherence.
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intergenerational fusion and cohesiveness are important to carer well-being 
(Fisher & Lieberman, 1994) by demonstrating how these are also important to 
systemic well-being.
4.2.3 Empowerment and validation
The results support evidence suggesting that carers experience satisfaction in 
the presence of multiple burdens of caregiving (Rapp & Chao, 2000). The 
participants all felt empowered and validated as a result of caregiving. This 
resulted from the appreciation of others, the acquisition of new skills and the 
expansion of social networks. These are factors that have been found to 
significantly contribute to caregiver wellbeing (Chappell et a l, 2001). The 
results support Perry’s (2002) and Faun’s (2003) findings of satisfactions 
derived from the caregiving experience. The results add to their findings by 
adding a SA and systemic focus in explaining how satisfactions are derived 
from caregiving. Additionally the results add to the evidence base regarding 
caregiver satisfaction by giving a SA perspective.
The results revealed daughters’ struggles to balance caregiving and work 
roles, which often resulted in feelings of guilt about doing their ‘fair share’ as 
well as empowerment of being able to help financially and personally. Their 
struggle to balance multiple roles is well supported in the literature (Evandrou
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et a l , 2002). The role strain hypothesis predicts negative association between 
multiple roles and health (Goode, 1960). The role enhancement hypothesis 
predicts a positive effect between multiple roles and health (Sieber, 1974). The 
results suggest that the experiences of caregiving provided the daughters with 
role strain and role enhancement simultaneously.
The results suggest that the role of social support was vital for carers to derive 
a sense of empowerment and validation. This finding is supported by evidence 
suggesting that support networks available to carers are an important factor in 
how positively they appraise their situation (Balducci et a l, 2008). This view 
is supported by the Satir Growth Model (Satir, 1991) which asserts that the 
way to effect change in human systems is to focus on health and growth rather 
than illness and pathology. The current findings add to the existing evidence 
base by identifying the specific types of social support that these wives and 
daughters drew on to help them fulfil their caregiving roles. Namely, carers in 
this study found social support from their families, support groups and 
professionals. The current results also highlight the key role played by 
professionals in enabling wives living within a patriarchal system to prioritise 
their healthcare needs. However, there appears to be a hierarchy of support 
which is firstly within the home, secondly within the extended family network 
and finally from the wider community.
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4.3 Implications for Clinical Practice
The results have several implications for clinical practice as discussed below.
1. Look for the ‘hidden carer’
The importance of family members’ self-identification as carers has been 
highlighted (Montgomery & Kosloski, 2000) and assisting family members 
with this task has been defined as a priority task for service providers 
(Coleman, 2004), as highlighted by current legislation around ‘A New Deal 
For Carers’,(Department of Health, 2009) . The current findings suggest that 
our conceptualisation of the “primary caregiver” is not equally applicable for 
these SA families. The wives’ ability to care for their husbands required the 
daughters to compensate for the loss of reciprocity in the wives’ marital dyads. 
In this context the daughters also stepped in to new roles of primary carers for 
their mothers. This suggests a possible role of service providers to look for the 
“hidden caregiver” (Brown & Chen, 2008) and assist in caregiver role identity 
across the family system. The results suggest this is important given the 
tensions the daughters experienced around juggling multiple roles resulting in 
feelings of guilt. There is a need to consider the SA younger generation 
adapting traditional caregiving roles as well as those integrating caregiving 
with other roles. Support for younger family members could be offered 
through family consultations, online support groups for carers of a younger
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generation and written information normalising the systemic impact of 
dementia on families and wider social networks.
2. Addressing loss
Recognising loss in carers has implications for the services professionals offer 
to carers because it may result in feelings of grief that are frequently mistaken 
for depression (Sanders et al, 2008). Haley et a l, (2008) found that caregiver 
intervention around grief had the potential to protect carers against chronic 
depressive symptoms that would otherwise persist long after caregiving ends. 
This has service implications in terms of when services make a decision about 
when someone no longer becomes a carer, because interventions for 
caregivers may be required after the death of their care recipient (Aneshensel 
et al, 2004). This study suggests that discussing issues of grief and loss might 
help SA wives to come to terms with the changes in their marital dyads, and 
provide them with support that they would have perhaps otherwise received 
from others of a same generation within the joint family had it not been for 
migration. This might help alleviate the sense of isolation that many of the 
wives experienced. The practical and stoic tone adopted by the wives suggest 
that services need to be responsive to changing cultural needs of first 
generation migrants as they may want to discuss practical aspects of 
caregiving with professionals and not the emotional aspects. The emotional 
tone of the daughters’ interviews suggest that second generation SAs may be 
more willing to engage with well-being practitioners.
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3. Evaluate both burdens and satisfactions of caregiving
The results support existing claims by researchers (Guberman, 2005 and 
Fancey et a l, 2005; as cited in Balducci et a l, 2008) who propose a shift in 
the way caregiver assessment is conceptualised and conducted. Consistent 
with the above findings, the results suggest that the support networks of carers, 
negative impact and positive value of caregiving are important correlates for 
professionals to investigate when developing appropriately targeted 
interventions for carers. Professionals should be mindful of creating a space 
where the adverse effects of caregiving are not the primary focus (Sanders et 
al, 2008). There is no doubt that caregiving comes at a cost to personal and 
family lives, careers, physical and mental health (Pinquart & Sorensen, 2005), 
however, current participants highlight that caregiving can also involve the 
strengthening of personal and family relationships, learning of new skills and 
strengthened self-esteem and empowerment. The current results show the 
important role of professionals recognising these to foster a sense of 
empowerment and validation in carers by actively discussing the balance of 
the challenges of caregiving with the development of new skills to foster well­
being and resilience.
4. Be mindful of ethnicity -  Are services helping?
The results advocate for ethnicity to be included into models of caregiver 
burden, satisfaction and models of family functioning. Current findings show
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that the process of caregiving for SA carers has some important differences 
when compared to White British carers living in nuclear families. In offering 
services to SA carers, professionals might benefit from being mindful about 
how this offer of help might be perceived as a threat to family identity. Open 
discussions around these issues might facilitate greater engagement with 
services and might lead to compromises that benefit carer well-being. The 
results also showed the important role that professionals played in giving the 
wives permission to take care of themselves. As professionals we should be 
mindful of this and perhaps adopt a more directing tone when working with 
SA carers.
4.4 Critique of the Methodologv and Studv Design
The sample participating in this study cannot be seen as representative of the 
entire SA population. IP A does not aim to achieve a representative sample. It 
aims to produce an in-depth analysis of a small number of participants’ 
experiences (Smith & Osborn, 2008). Conclusions drawn are co-created by the 
researcher’s interpretation of the participants’ interpretations of their 
experiences. Therefore conclusions drawn are recognised as specific to this 
group, including myself. However, a cautious suggestion is that the findings 
may be relevant to other SA wives and daughters caring for a loved one with 
dementia (Smith & Osborn, 2003). It is hoped that these findings provide the
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reader with a better understanding of caring for a loved one with dementia in 
SA family systems and generate hypotheses for future research and practice.
A limitation of this study was discussing South Asian families as a whole 
without attending to regional differences and social class which also impact 
upon the caregiving experience. The study participants were similar in the 
sense of having a common experience of caring for a loved one with dementia 
and the mother and daughter dyads all had a common experience of caregiving 
in a joint family. This was consistent with the requirements for a qualitative 
study (Willig, 2001). However, it is prudent to be mindful of the differences 
existing within these South Asian sub-groups and further homogeneity of 
these might have shown differences in caregivers’ appraisals of the situation. 
However, this was not the purpose of the study. Further homogeneity was not 
possible given the paucity of SA carers to recruit for research purposes. This 
study does not claim that the participants are representative of other subgroups 
and the researcher is aware of multiple variations of family life that may exist 
within SA families in the UK.
IP A has been criticised as a method of data analysis because it privileges the 
role of language as the tool to communicate perceptions and experiences 
(Willig, 2001). It therefore could be argued that participants only reflected the 
way they talked about caregiving rather than their perceptions or experiences
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of it. This is a valid viewpoint and it ultimately rests with the researcher to 
choose the methodology that best reflects their epistemological standpoint. I 
think that the carers’ speech does reflect something of their inner thought 
processes even though at times this may be censored through their use of 
language or choice of information to disclose. Within the study, there were 
many examples of carer’s taking ownership of their statements and some 
carers became slightly tearful when talking about the losses they had 
experienced. This suggested to me that carers were talking about their ovm 
thoughts and emotions.
In most SA languages, emotion is implied through vocal intonation rather than 
using expressive words. As a speaker of a few SA languages, I recognised 
that although carers were talking in English they were using SA linguistic 
techniques to convey emotion. This could be seen as an argument in favour of 
Willig’s criticism of IP A. However, when this happened, participants were 
prompted to talk about how they felt about things and the words they used to 
describe their experience seemed congruent with what their vocal intonation 
suggested. This again suggested to me that carers were talking about their own 
experiences.
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4.5 Future Research
Future research would benefit from using a quantitative methodology to 
investigate whether the experiences of caregiving in SA families are 
generalisable to a wider SA population. It would be interesting to analyse the 
experiences of SA male caregivers. The literature comparing male and women 
caregivers suggests that male caregivers experience less stress and burden, use 
services more often and seek help from services sooner, seek less informal 
help, provide less direct care, often let others assume the major responsibility 
for care and decision making (Brovm & Chen, 2008). Furthermore the 
experience of caregiving in a culture where the care is usually provided by the 
women, would be an interesting area to explore.
Research has demonstrated that psychosocial interventions such as 
counselling, support groups and skills training can help improve caregiver 
well-being (Sorensen et ah, 2002) but more research needs to be done to find 
out specifically what types of support would benefit SA carers, how support 
may be extended to the entire family and how this support remains flexible 
and carer focused on all aspects of the caregiving career including after the 
loss of their loved one.
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The daughter-in-law in the present study talked about some unique 
experiences with regards to caregiving. In particular, her experience of 
marrying into a family seemed to provide her with a set of cultural 
expectations that was not shared by the daughters. It would be interesting to 
expand the research to include other SA daughters-in-law to whether her 
experiences are generalisable to a wider population of SA daughters-in-law.
A future method to explore systemic experiences of caregiving might be to 
interview family members together, to explore their narratives around 
generational differences in providing care. It would be interesting to analyse 
what they attribute these differences to and the reasons behind their 
explanations for these differences.
4.6 Reflections
Levkoff et a l, (2000) suggests that the involvement of ethnic minority 
researchers might facilitate participation from ethnic minority communities in 
research. I felt that my ethnic similarity did help to engage and recruit such a 
hard to reach participant population. I was initially doubtful of being able to 
recruit dyads of women carers from the same family, however, this was 
surprisingly easy once I had spoken with participants. Participants often 
commented about how they knew I was South Asian from my name and this
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made them more interested in the research I was doing. The younger 
generation of carers in particular were very enthusiastic to take part. I 
anticipated they would be harder to recruit because they were all in full time 
employment, however, all the daughters made time to be interviewed, either 
late at night over the phone or by taking time off work. Being South Asian had 
its advantages when I visited participants’ home to conduct the interviews. 
Importantly, I feel this led to engagement based on trust and openness -  vital 
given that I was exploring participants’ experiences. For example, I knew to 
refer to the wives as ‘Aunty’ a sign of respect in South Asian cultures and I 
knew to accept the food and drink they prepared for me so as not to cause 
offence. I was not thrown by the wives asking me personal questions about my 
background, what my parents did for a living, what caste I came from, whether 
I had any children yet. I knew that to refuse to answer their questions would be 
a cultural sign of disrespect for elders resulting in a barrier to engagement in 
the research process. I was mindful that this dynamic arose from my status as 
a South Asian woman in my late twenties. Had I been older, male and White 
British the dynamics of engagement would undoubtedly look very different. 
However, for the purposes of this research my status in terms of ethnicity, 
gender and age served to eliminate barriers to honest engagement with the 
research questions. This experience has made me reflect on how as 
professionals we can better engage the SA population. It has taught me that 
cultural norms around familiarity, politeness and showing respect vary with 
ethnicity.
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My ethnicity, gender and age were also at times disadvantageous to the 
research. Reading through the initial interview transcripts, I realised that at 
times I assumed a shared understanding of what was being said without fully 
exploring it. The research credibility checks for this research were invaluable 
in helping me to reflect on my interview style and bracket off my own 
assumptions. Additionally in my experiences of South Asian languages was a 
hindrance at times. In many South Asian languages emotion is expressed 
through vocal intonation, facial expressions and onomatopoeic sounds such as 
“oof’ to reflect irritation. This emotional tone was not always captured by the 
interview transcripts. My initial interpretations of the data were heavily 
emotion laden partly as a result of having personally conducted the interviews 
and partly as a result of assuming a shared understanding of emotional 
attributions between me and the participant without ftilly exploring it. Again 
the research credibility checks, served to help me to bracket off my emotions 
and focus on what the participant was conveying. I was mindful to ask 
participants how they felt about things more rather than just interpreting it 
from my interpretation of non-verbal communication.
4.7 Conclusion
This study carried out an interpretative phenomenological analysis of South 
Asian wives’ and daughters’ experiences of caring for a loved one with
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dementia. The findings contribute to current theoretical perspectives of 
caregiver burdens and satisfaction, and systemic models of family functioning. 
It is suggested that caring for a loved one with dementia is a process that 
affects the entire family system. Carers described experiencing incremental 
losses in their relationships, in their connection to wider society and as 
individuals in their own rights. Wives experienced a greater number of losses 
compared with their daughters. Protective factors against loss seemed to be 
engagement in employment and social activities. These losses provided a 
threat to caregiver identities and a threat to the unity of the family system. 
Consequently carers were motivated to enter into caregiving roles to protect 
themselves, their loved ones and the families. The carers overarching goal was 
to protect the family status-quo from being disrupted. To this end carers 
utilised culturally informed strategies to cope with the negative impact of 
dementia. The family systems ability to negotiate the demands of caregiving 
with their capabilities of functioning allowed for the emergence of caregiver 
empowerment and validation. The findings highlight a need for health 
professionals to consider the impact of dementia on the entire family system 
and to offer culture congruent care through assessments of SA families’ 
stressors and experiences of empowerment.
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Interview Schedule
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Interview Schedule
Preliminaries/Introduction
My name is Payai Tomlins and I am a trainee clinical psychologist. I am on a training 
course at Surrey University and this research is part of my training. You have agreed to 
take part in the research I am carrying out which involves talking to pairs of mother- 
daughter or mother-daughter in laws about their experiences of caring for a family 
member with dementia.
I have shown you the participant information sheet; however, I thought I would remind 
you about what we are researching and your role before I start.
I would like to ask you some questions about your experiences as a carer, and how your 
family has helped you to be a carer. I will meet with you today for about an hour.
Because part of the research looks at caring from a family perspective, I will also be 
interviewing another member of your family who you know about. It is important that 
you do not talk about this interview with that family member until both your interviews 
have been completed.
You have given your consent for the interview to be audio-taped. The tapes with be 
transcribed (written up). The tapes and transcripts will be stored securely and only 
accessible to the researchers involved in the study. All tapes and transcripts will remain 
anonymous and will be kept for the required 5-year period before being destroyed.
What you say to me today is private and confidential. This means that when I write up the 
research I will not use anybody’s name. If you tell me something that makes me 
concerned about your safety or well-being I have a duty of care to share this information 
and it will no longer be confidential. However if I have any concerns I will discuss them 
with you first.
You are under no obligation to participate in the interview and may stop at any time. 
Your decision concerning whether to participate or not will not affect any aspects of your 
rights.
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All of this information is available on the participant information sheet you were 
previously given. If you would like another copy, just let me know as I have spare copies 
here.
Do you have any questions?
Please feel free to ask me any questions at any point throughout the interview today.
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1. Can we start by you telling me when your husband/ father/ father in law was 
diagnosed with dementia?
PROMPTS -  Who gave the diagnosis?
2. What does being a carer mean to you?
PROMPTS — In what roles do you see yourself as a carer? How long have you been 
caring for (insert family member’s name) before/after the diagnosis? In what ways?
3. Can you give me a description of your “typical” caring duties?
PROMPTS -  What types o f tasks do you do? How do you know what to do?
4. What is it like to care for (insert family member’s name)?
PROMPTS -  Who do you turn to/ ask for advice from? How do family members 
help/allow you to care for (insert family member’s name)? Has your role in the family 
changed?
5. Can you tell me some of the rewards of being a carer?
PROMPTS -  What do you enjoy? Why?, What have you learned?
6. Can you tell me some of the challenges of being a carer?
PROMPTS - What do you find difficult? Why? How do you manage any difficulties?
7. Has being a carer made a difference to how you see yourself?
PROMPTS — Before/ after (insert family member’s name) was diagnosed with 
dementia?
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8. Has being a carer made a difference to the way others see you?
PROMPTS— Views offamily/friends? Changed after (insert family member’s name) 
was given the diagnosis? How do you know?
9. Do you think the experience of caring has had an effect on you? On your 
family?
PROMPTS — In what way? Changes?
10. Can you tell me about your experiences of seeking help with (insert family 
member’s name)?
PROMPTS — Who in the family askedfor help? Why was the decision made to seek 
help? Did everyone agree? How did it feel? Would you change anything about the 
experiences you had?
11. Does your South Asian culture have an influence on how you care for (insert 
family member’s name)?
PROMPTS—Particular strategies in your family? Beliefs about who and when to ask 
for help?
Thank you very much for participating in this research.
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Appendix 2
Annonymised Transcript
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Participant Information Sheet for Wives
South Asian carers’ experiences of caring for a family member
with dementia
You are invited to take part in a research study investigating South 
Asian carers' experiences of caring for a family member with dementia. 
Before you decide to participate it is important you understand why this 
research is being done and what it will involve. Feel free to ask me, the 
researcher, Payai Tomlins any questions you have or things you don’t 
understand. You are welcome to discuss your participation with other 
people if you wish.
Thank you for reading this.
What is the purpose of the study?
The study aims to explore South Asian women carers’ experiences of 
looking after a family member with dementia. In particular, the study 
aims to look at your experiences of caring for your family member 
including the things you feel you have done well at, and things you 
have found difficult.
This research is undertaken by me. Payai Tomlins, as part of my 
training to become a clinical psychologist. Therefore a purpose of the 
research is to obtain an academic qualification from the University of 
Surrey.
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I am looking for pairs of mothers and daughters or mothers and 
daughters in law who care for a family member with dementia. At least 
one of the carers must live with the family member they care for and all 
participants must be over 18 years old. You can take part if you do not 
speak English because I can talk to you through a translator.
What will I be asked to do if I participate?
If you decide to take part you will be asked to meet with me, Payai 
Tomlins for about an hour so that I can ask you some questions about 
your experiences of being a carer. This conversation will be audio 
taped. The interviews will be confidential and anonymous.
As the research involves you and your daughter or daughter in law, I 
will interview to both of you separately. It would be helpful if you did not 
talk with your other participating family member about the interview 
until both of you have met with me. This will help me to get your own 
individual and unique experiences of being a carer. If one of you 
chooses not to participate at the start, then unfortunately both of you 
will not be eligible to take part in the study. This is because the study 
aims to look at caring from a family's point of view. You will only be 
asked to meet with me for an interview once both of you have decided 
to participate.
Do I have to take part?
You are under no obligation to participate in the study if you do not 
wish to and your decision will not affect any services you receive.
Will mv participation in the study be confidential?
All information collected during the study is confidential and if you 
decide to take part only I will have access to your name and contact 
details. The audio-taped interviews will be stored securely and only 
accessible to me and my supervisors involved in the study. All tapes 
will remain anonymous and will be kept for the required 5 year period 
before being destroyed.
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Under no circumstances will your interview discussion be disclosed to 
your family or other members of your community.
What you say during the interview is private and confidential. This 
means that the research will not use anybody’s name. If you say 
something that makes me concerned about yours or a service users’ 
safety or well-being I have a duty of care to share this information and 
it will no longer be confidential. However if I have any concerns, I will 
discuss them with you first.
What will happen to the results?
A report of the results will be written for the University of Surrey and will 
also be written up for publication in a scientific journal. The results may 
include quotes from your discussion with me but you will not be 
identified in the report and you can have a copy of the publication if you 
wish. Your identity will be kept completely confidential and nobody who 
reads the report will be able to identify you.
What are the potential benefits of taking part?
By participating in this research, you have the opportunity to have your 
experiences of being a carer and your skills recognised by service 
providers. You will help to inform services about the ways in which 
your family engages with caring for someone with dementia, and this 
might help services to get a better idea of how to help and respond to 
South Asian families. You will have the opportunity to let staff know 
about your experience of using services. Finally, you will have the 
opportunity to stand back and talk about your skills, strengths and 
rewards you get from being a carer.
What are the risks of taking part?
The interview does not touch on sensitive areas, but talking about 
caring for your loved one might bring up some memories or 
experiences that are upsetting to remember.
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Who is organising the research?
The Research Team 
Investigator
Payai Tomlins, Trainee Clinical Psychologist, University of Surrey 
Supervisors
Dr. Laura Simonds, Research Tutor and lecturer. University of Surrey
Dr. Mary John, Course Director, University of Surrey
Dr. Victoria Hill, Consultant Clinical Psychologist, South West London 
& St. George’s Mental Health Trust
Dr. Nicole Hull, Highly Specialist Clinical Psychologist, South West 
London & St.George’s Mental Health Trust
Who has reviewed this study?
- The Research Ethics Committee at the University of Surrey.
- The National Research Ethics Service
- The Research and Development Service for South West London 
& St. George’s Mental Health NHS Trust
Whom should I contact for further information?
If you have any questions about the study, would like to participate, or 
wish to request a summary of the completed report please do not 
hesitate to contact me at Payal.Tomlins@nhs.net or 020 8744 9943.
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Participant Information Sheet for Daughters/ Daughters-in-law
South Asian carers’ experiences of caring for a family member 
with dementia
You are invited to take part in a research study investigating South 
Asian carers’ experiences of caring for a family member with dementia. 
Before you decide to participate it is important you understand why this 
research is being done and what it will involve. Feel free to ask me, the 
researcher. Payai Tomlins any questions you have or things you don’t 
understand. You are welcome to discuss your participation with other 
people if you wish.
Thank you for reading this.
What is the purpose of the study?
The study aims to explore South Asian women carers’ experiences of 
looking after a family member with dementia. In particular, the study 
aims to look at your experiences of caring for your family member 
including the things you feel you have done well at, and things you 
have found difficult.
This research is undertaken by me. Payai Tomlins, as part of my 
training to become a clinical psychologist. Therefore a purpose of the 
research is to obtain an academic qualification from the University of 
Surrey.
I am looking for pairs of mothers and daughters or mothers and 
daughters in law who care for a family member with dementia. At least 
one of the carers must live with the family member they care for and all 
participants must be over 18 years old. You can take part if you do not
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speak English because I can talk to you through a translator. You have 
been given this information sheet by your mother/ mother in law 
because she might be interested in taking part and thought that you 
might be interested in participating too.
What will I be asked to do if I participate?
If you decide to take part you will be asked to meet with me for about 
an hour so that I can ask you some questions about your experiences 
of being a carer. We can meet at a location that is convenient for you. 
This conversation will be audio taped. The interviews will be 
confidential and anonymous.
As the research involves you and your mother/ mother in law, I will 
interview to both of you separately. It would be helpful if you did not talk 
with your other participating family member about the interview until 
both of you have met with me. This will help me to get your own 
individual and unique experiences of being a carer. If one of you 
chooses not to participate from the start, then unfortunately both of you 
will not be eligible to take part in the study. This is because the study 
aims to look at caring from a family’s point of view. You will only be 
asked to meet with me for an interview once both of you have decided 
to participate.
Do I have to take part?
You are under no obligation to participate in the study if you do not 
wish to and your decision will not affect any services you receive.
Will mv participation in the study be confidential?
All information collected during the study is confidential and if you 
decide to take part only I will have access to your name and contact 
details. The audio-taped interviews will be stored securely and only 
accessible to the researcher and supervisors involved in the study. All 
tapes will remain anonymous and will be kept for the required 5 year 
period before being destroyed.
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Under no circumstances will your interview discussion be disclosed to 
your family or other members of your community.
What you say during the interview is private and confidential. This 
means that the research will not use anybody’s name. If you say 
something that makes me concerned about yours or a service users’ 
safety or well-being I have a duty of care to share this information and 
it will no longer be confidential. However if I have any concerns, I will 
discuss them with you first.
What will happen to the results?
A report of the results will be written for the University of Surrey and will 
also be written up for publication in a scientific journal. The results may 
include quotes from you discussion with me but you will not be 
identified in the report and you can have a copy of the publication if you 
wish. Your identity will be kept completely confidential and nobody who 
reads the report will be able to identify you.
What are the potential benefits of taking part?
By participating in this research, you have the opportunity to have your 
experiences of being a carer and your skills recognised by service 
providers. You will help to inform services about the ways in which 
your family engages with caring for someone with dementia, and this 
might help services to get a better idea of how to help and respond to 
South Asian families. You will have the opportunity to let staff know 
about your experience of using services. Finally, you will have the 
opportunity to stand back and talk about your skills, strengths and 
rewards you get from being a carer.
What are the risks of taking part?
The interview does not touch on sensitive areas, but talking about 
caring for your loved one might bring up some memories or 
experiences that are upsetting to remember.
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Who is organising the research?
The Research Team 
Investigator
Payai Tomlins, Trainee Clinical Psychologist, University of Surrey 
Supervisors
Dr. Laura Simonds, Research Tutor and lecturer. University of Surrey
Dr. Mary John, Course Director, University of Surrey
Dr. Victoria Hill, Consultant Clinical Psychologist, South West London 
& St. George’s Mental Health Trust
Dr. Nicole Hull, Highly Specialist Clinical Psychologist, South West 
London & St.George’s Mental Health Trust
Who has reviewed this study?
- The Research Ethics Committee at the University of Surrey.
- The National Research Ethics Service
- The Research and Development Service for South West London 
& St. George’s Mental Health NHS Trust
Whom should I contact for further information?
If you have any questions about the study, would like to participate, or 
wish to request a summary of the completed report please do not 
hesitate to contact me at Payal.Tomlins@nhs.net or 020 8744 9943. I 
would be grateful if you could contact me after you have read this to let 
me know if you would be interested in taking part or talking to me 
further about the study.
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South Asian carers’ experiences of caring for a family member with dementia
Consent Form for Research Participants
(your name) have read the participant information
sheet.
I understand that I may withdraw my consent and discontinue participation 
without penalty or loss of benefit to myself.
I understand that another member of my family will also be participating in 
this research.
I understand that data collected as part of this research project will be treated 
confidentially, and that published results of this research project, including 
quotes, will maintain my confidentiality.
In signing this consent letter, I am not waiving my legal claims, rights, or 
remedies. I will be offered a copy of this consent letter to keep.
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Please circle Yes or No to each of the following statements:
I consent to participate in the above study. Yes / No
I consent to being audio taped during the interview Yes/ No
I understand that these audiotapes will be destroyed after analysis
Participant Name:
Yes / No
Signature Date
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